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Schizophrenia has far reaching consequences for both patients and their 
caregivers. The burden of caregiving has been assessed since the 1950s (Yarrow, 
Clausen & Robbins,1955) and been reviewed over the years (Kreisman & Joy, 1974; 
Fadden, Bebbington & Kuipers, 1987; Maurin & Boyd, 1990). Although studies vary 
in the criteria they use, there is considerable agreement that caregivers are extensively 
burdened by the demanding and often unsupported caregiving role that they saw no 
end. 
 
 This research was undertaken to look at caregivers in Singapore to establish if 
they experience the same burden. Having to use the instruments developed in the 
western countries where the culture is very different, the study was able to confirm 
through the validation of the instruments that the instruments, the Experience of 
Caregiving Inventory (Szmukler, et al, 1996) and the Burden Assessment Scale ( 
Reinhard, Gubman, Horwitz & Minsky, 1994) could be adapted for use in the local 
population. 
 
 Besides establishing the similarities of the local caregivers to their western 
counterparts in terms of their caregiving burden and experience, the study was also 
able to identify differences that were peculiar to the local caregivers. There were 
factors that were found to influence the extent of the burden, so also were there 
groups of caregivers that were noted to be more vulnerable like the group that was 
suffering from physical ill health. 
 
 vi
 It was also established that long term caregivers who were able to adapt and 
cope better than short term caregivers were less burdened. 
 
 With the findings, followed a look at the existing mental health services and 
noting the shortcomings. Recommendations that could improve the service delivery 
and bring about more relief for these long suffering caregivers were then addressed. 
 vii
1CHAPTER ONE : INTRODUCTION: RESEARCHING THE BURDEN OF 
CARE FOR PATIENTS WITH SCHIZOPHRENIA
Introduction:
Researching into the impact of schizophrenia on the lives of patients and their 
families is indeed challenging and complex. This is so because Schizophrenia fits into 
the definition of catastrophic stress. Figley & McCubbin (1983) defined catastrophic 
stress as sudden , unexpected and frightening experiences that are often accompanied 
by a sense of helplessness, destruction, disruption and loss. What distinguishes this 
loss from “normal” loss is that there is little time to prepare for it. Those afflicted with 
the illness had no previous experience and no guidance, may feel isolated, remain in 
crisis for a long period of time, lack control as well as suffer disruption, destruction 
and high emotional impact. In addition, because of the shame and stigma that they 
feel, families/caregivers do not talk about the mental illness of their family members. 
The extent of this problem is not fully known.
In all research done on serious mental illness, including schizophrenia, there is 
one consistent finding: serious mental illness is a catastrophic event in families 
(Marsh & Dickens 1997;  Terkelsen 1987). Terkelsen calls it “a disaster in which all 
are victims of the event and its sequalae.” The reports from family members are 
equally consistent in this subject. Parents of the mentally ill saw themselves as a 
tongue tied self castigating, silently grieving subculture. (Garson 1986). Parents 
described the frequent crisis with emergency service, police, hospitals, jails, voluntary 
commitments that tear the family apart, the terror of waiting for the next catastrophe, 
occasional flares of violence and so on.
2Lefley, who is both a researcher and a family member adds another dimension 
to the picture when she points out: “Perhaps, the most devastating stressor for 
families, however, is learning how to cope with the patient’s own anguish over an 
impoverished life” (Lefley 1996). The absence of cure and the often progression to 
chronicity makes it the major mental health problem facing contemporary society.
Approximately 7.0 to 9.0 per 1000 population worldwide suffers from 
schizophrenia, the onset of which is typically late adolescence and early adulthood 
Jablensky (1986).  It is twice as distressing that the illness which can be emotionally 
and socially crippling strikes at a time of life when there is much aspiration and hope. 
Finding that their expectations of the future are potentially in ruins can greatly 
compound the burden of the illness facing the patients and most certainly to their 
caregivers as well.
The health outcomes of the illness are variable. For some sufferers, this can be 
relatively mild with the person suffering one episode (16%) or several episodes (32%) 
and with little or no lasting impairment (Shepherd, Watt, Falloon and Smeeton 1989). 
But a majority experience repeated episodes with worse outcome, 9% suffering 
lasting impairment and 42% enduring increasingly severe symptoms with no periods 
of complete remission (Watt, Katz and Shepherd 1983).
The debilitating symptoms of schizophrenia clearly require specialist 
healthcare interventions and targeted treatments. Poor personal and social functioning 
often associated with the illness generate a need for support in the activities of daily 
living. People with schizophrenia may find it difficult to secure paid employment, or 
3to hold on to jobs when they get them. This situation affects their financial positions 
and the economy’s productivity. Consequently, many schizophrenia sufferers face 
impoverished lives and lifestyles. Their families and caregivers may carry a large 
burden of responsibility, as they have to pay for some of the direct care services 
themselves. Similarly, the caregivers’ own employment chances and quality of life 
may be compromised.
Impact on the Caregivers
For over the past 30 years, the mental health profession has undergone a 
dramatic shift in its perception of the importance and value of families of patients 
with schizophrenia. Nevertheless, the roles of families with schizophrenic patients and   
the impact of the illness on the caregivers remained substantial. Living with a patient 
with schizophrenia can be nerve wrecking because of his or her behaviour, which can 
be unpredictable, even frightening at times. As it is difficult for most to understand 
the stress of the caregivers, feelings of isolation, anxiety, depression and frustration 
are common among caregivers who are caring for their ill relatives even when they 
are doing an excellent job.
Families experience feelings of loss and grief ( Miller, Dworkin, Ward and 
Barone 1990). Grief can be an understandable reaction to the changes brought about 
by schizophrenia. Families may witness changes in social functioning and behaviour 
consistent with the ‘loss of a living relative’ (Miller, Dworkin, Ward and Barone 
1990). This “loss” of a loved one is psychologically traumatic to the same extent as 
being severely wounded or burnt in the physiologically traumatic sense, Engel (1961). 
4They are confronted with uncertainty and emotions of shame, guilt and anger. Just 
like the patients, they feel humiliation and isolation through stigmatization. Their lives 
may be disrupted by their need to provide more care than would normally be 
appropriate for someone of the patient’s age.
The impact on the caregiver is accentuated by the process of de-
institutionalization worldwide. Between 1955 to 1991, the number of hospital beds for 
the mentally ill was reduced from 560,000 to 100,000 in the USA and from 155,000 
to 59,000 in the United Kingdom ( Muijen & Hadley 1995). Throughout the 
developed world, there has been a wholesale shift towards managing and treating 
people with schizophrenia in the community. In Singapore, the situation is the same 
and more patients are discharged. The Chief Executive Officer of IMH, Mr Leong 
Yew Meng stated, “It is envisaged that by 2010, we will have reduced our inpatient 
facilities by approximately 30 percent” (Institute of Mental Health, 2003, pp.11). In 
the last 5 years, between 2000 to 2004, the number of beds in the Institute of Mental 
Health has been reduced from 2960 to 2197 according to the hospital’s statistics. The 
reduction of beds which can be considered the hospital’s de-institutionalizing effort 
was made possible to the discharge of over 500 patients to a large step-down facility, 
the Pelangi Village and over a hundred patients to other institutions that were willing 
to accept them. To a large extent, community care has replaced hospital care for some 
of this group of patients. The reasons for such a change in service provision are 
numerous and complex and include political and clinical factors ( Lavender and 
Holloway, 1992). The current practice of community care following de-
institutionalization has increased the need for a systematic approach to evaluate the 
5impact that mentally ill people have on their families as this received more comments 
than studied.
Considering that de-institutionalization and the move towards community 
care, and that a fair proportion of psychiatric patients live with their families, the 
impact of this illness can be heavy on the families, especially when there is a scarcity 
of resources and reduced social support. In the USA, it is estimated that 65% of the 
hospital psychiatric patients are discharged to their families (Goldman 1982). Lefley 
(1987) has found that 35% to 40% of persons with severe and persistent mental 
illnesses live with their families on an ongoing basis. The figure had gone up to 41.7% 
in a survey by the National Alliance for the Mentally Ill in 1992 (Skinner, Steinwack 
and Kasper, 1992). In Canada, approximately two thirds of persons with 
schizophrenia, about 80,000 Canadians live at home with their families at any given 
time. 
In Singapore, there is also a move towards right sizing the hospital and 
strengthening community psychiatry. With the paucity of residential facilities, a large 
number of schizophrenic patients also live with and are cared for by their relatives. On 
a prevalence of less than 1% in a   population of about three million people, an 
estimate of over 20,000 schizophrenia sufferers and consequently an equal number of 
their caregivers are to be dealt with under the constraints of reducing manpower and 
budget. The impact of the illness on these caregivers which this research sets out to 
study covers these inter-related areas: the psychological distress and other distress 
often termed as burden in the earlier literature and in the more recent years what 
researchers saw as the experience of caregiving. Although Maurin & Boyd (1990) 
6stressed that psychological distress and burden should not be used interchangeably 
because psychological distress is related to more general measures of the caregiver’s 
mental health, psychological morbidity or life strains. However, Coyne et al. (1987) 
argued that the subjective burden of a caregiver has been shown to be the most 
powerful predictor of psychological distress as it is the driving force. The experience 
of caregiving concept also incorporates notions of burden in its negative aspects of 
caregiving. Thus, although these three concepts are distinct and not used 
interchangeably, they overlap and are very much inter-related. Together, they connote 
the impact of schizophrenia on the caregivers.
Psychological Distress
The psychological distress ( a global measure of psychological functioning) of 
the caregivers may not affect the psyche but can often be translated into physical 
problems, resulting in a compromise of physical well being and need of medical 
attention. It is a common phenomenon for caregivers of schizophrenia patients to be 
fraught with severe physical and emotional drain and resulting in feelings of utter 
defeat. Many are confronted with uncertainty and emotions like shame, anger and 
anxiety (Wahl and Harman 1989 ). Anxiety can be chronic among the caregivers, 
usually exacerbated by the unpredictability of events. Some live on the verge of fear 
of physical harm and this dread is the culprit for the sleepless nights. Insomnia often 
plagues these caregivers on a long term basis. In the normal individual, insomnia, 
which can be very unbearable, is more often a transient occurrence when the person is 
faced with some worries which fortunately would be resolved in due course and sleep 
7returns. In the case of these caregivers, the impact of the illness, the worries and 
anxieties do not resolve as quickly, but are there to stay indefinitely.
The high level of anxiety and often the lack of adequate rest and recreation for 
the caregivers lead to their inability to go about their daily functioning. It is not a 
rarity for these caregivers to suffer various physical ailments. Some may even 
succumb to depression, a common psychiatric morbidity for these caregivers. 
Anxiety-depressive behaviours could become more chronic in these caregivers 
inducing distress feelings ( Boye et al. 2001). To assess the extent of the 
psychological distress, the General Health Questionnaire (GHQ-28) developed by 
Goldberg and Hillier 1979 would be utilized.
Concept of Burden
The behaviour of the patients with schizophrenia requires that the caregivers 
place their needs and wishes after those of their wards, consequently the phenomenon 
has been labeled as a burden (Yarrow, Schwartz, Murphy & Deasy 1955; Grad & 
Sainsbury, 1968; Lefley 1987; Johnson 1990). Burden refers to the presence of 
problems, difficulties or adverse events which affect the lives of caregivers.
The concept of burden shares more or less similar characteristics with the 
social performance, for one person’s lack in social performance becomes another 
person’s burden. Both concepts are relative to social expectations which are likely to 
be varied. Thus as Platt (1981) had emphasized with regard to social performance, 
8measurement can never be entirely satisfactory. Measures of burden likewise remain 
open to criticism (Platt 1985). 
The existence of a burden indicates the breakdown of the reciprocal 
arrangements that people maintain in their relationships, such that one person is doing 
more than his/her fair share. This may merely result in that person taking on a greater 
proportion or a greater number of shared tasks or it may also restrict that person’s 
activities outside the relationship. This change in pattern is often accompanied by 
subjective dissatisfaction. At a given level of objective burden, individual levels of 
distress show considerable variation (Platt 1985).
The examination of the concept of burden based on the effects on the 
performance of various roles carried out by the patient’s relatives was an approach 
first used by Mills (1962). Grad and Sainsbury (1963) advanced the measurement of 
burden by using a 3-point scale rather than the descriptive sketches given by their 
predecessors. Hoenig & Hamilton (1966, 1969) made the important distinction 
between ‘objective’ burdens and ‘subjective’ burdens. Objective burdens refer to the 
reality demands of coping with the mental illness and its practical problems that go far 
beyond mere caregiving responsibilities. They include: 
a) the patient’s economic dependency and inability to fulfill the expected role 
functions 
b) disruption of household routines and family relationships 
c) caregivers’ investment of time and energy to help seeking for treatment for the 
patient 
d) confusing and sometimes humiliating interactions with the service providers 
9e) financial costs of the illness, 
f) caregivers’ constraints in social, leisure and work activities 
g) isolation and impaired relations with the outside world 
h) inability to find alternatives to hospitalization  or facilities for residential 
placement outside the home when it is no longer possible to keep the mentally 
ill person at home.
Frequent conflicts arise out of  poor management of already scarce financial 
resources  as in the mindless squandering tendency of the patient. Normal routines 
give way to the haphazardness that invade the household and often cause rifts among 
the family members. Caregivers having to ensure that the patients receive treatment 
and more importantly that they remain compliant with the treatment will have to 
invest much time and energy. Seeking treatment and sourcing for other services may 
be frustrating for the caregivers when service providers are not able to meet the 
expectations of the patients and/or caregivers. Treatment may be expensive and 
unaffordable and the loss of earnings through the illness by the patient and the 
caregiver add to the financial cost of the illness. It is inevitable that with so much time 
invested in the patients, the caregivers give up social and leisure activities, tilting the 
balance of reciprocity in roles ( Schene, Wijngaarden and Koeter 1998).  The fear of 
leaving the patient alone and the stigma of the illness keeps the caregiver at home 
most of the time and isolates him/her from the outside world. There is always a 
scarcity of residential resources available for the patients and this can be a heavy 
objective burden for the caregiver who finds that it has become difficult to have the 
patient remain at home (Bassuk and Lamb 1986).
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Subjective burden describes the personal sufferings as a result of the illness, 
that is the psychological reactions that the family members experience. They include 
feelings of loss, mourning for the person who was before the illness, one who has the 
right to promise and hope and the loss of the person who might have been. There are 
stressful effects on the caregivers’ own mental and physical health, like the feelings of  
stigmatization, inability to make or fulfill personal plans, empathic suffering for the 
pain of the ill member, worries for the ill member’s future, especially if he/she is 
young. Guilt has one of the greatest toll on the caregivers. Guilt that not enough has 
been done for the sick member or that the caregiver himself/herself has contributed to 
the illness.
The behaviours of the patients and their management are issues that create 
ongoing tensions between the patients and their families ( Biegel and Milligen 1992). 
Caregivers frequently have to tolerate abusive or assaultative behaviours, mood 
swings, unpredictability, socially offensive or embarrassing situations. Negative 
symptoms of amotivation, apathy or anhedonia, often leave the caregivers in despair. 
Equally distressful for the caregivers is when the patients develop traits like collecting 
and hoarding rubbish leading to poor home sanitation, excessive and indiscriminate 
smoking causing fire hazards and the reversing of sleeping patterns. Such reversal of 
sleeping patterns often resulted in the patients turning day into night and night into 
day, affecting the caregivers’ need for rest and normality of their lives (Hatfield, 
Coursey and Slaughter 1994).
To understand the burden of the caregivers, the instrument Burden Assessment 
Scale (BAS) developed by Reinhard, Gubman, Horwitz and Minsky (1994) is selected 
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to measure both the objective and the subjective burdens of the caregivers in this 
study. The reasons for the selection of this instrument will be addressed in Chapter 
Three on Methodology.
Concept of Caregiving Experience
Schene (1990) in his review of instruments for serious mental illness saw that 
many problems are still to be overcome in developing a satisfactory measure of 
caregiving. All instruments up to 1990 have been based on ‘burden’ a difficult notion 
to operationalize, yet burden remains the core. Platt (1985) and Schene (1990) were of 
the opinion that a concept of caregivers’ burden can be researched but it has been  
proven elusive.
There are indeed limitations to the concept of caregiver ‘burden’. These 
include its failure to recognize possible rewarding aspects of caregiving (Bulger, 
Wandersman and Goldman, 1993) and the fact that it does not readily locate itself 
within a psychological or social theory that addresses determinants, mediating 
influences or outcomes. In most, if not all of the existing measures, items have built in 
assumptions that the disruptions rated by the caregivers are caused by the patients and 
that these disruptions are the cause of the caregivers’ distress. Thus, caregiving is 
confounded by prejudged determinants and outcomes.
To overcome these limitations, Szmukler et al. 1996 investigated caregiving 
within a “stress coping” paradigm (Lazarus and Folkman 1984). The caregiving 
experience is conceptualized here as an appraisal of the demands involved in 
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caregiving, and refers to the salience of threatening, as well as positive aspects of the 
caregiving role. The patient’s illness, behaviours, disabilities and perceived 
disruptions of the caregivers’ lives are the stressors appraised by the caregivers. 
Mediating factors such as the caregiver’s personality, quality of family relationships, 
or the degree of social support may influence the appraisal. Outcomes in terms of 
psychological or physical morbidity are regarded as the results of an interaction 
between the appraisal and the caregiver’s coping strategies (the cognitive and 
behavioural efforts aimed at controlling the demands imposed by the stressors). Since 
caregivers are not patients, it is important that outcomes should also be construed in 
terms of well being, not merely morbidity. With this in mind, a new instrument was 
developed by this group of researchers, namely, Szmukler et al. (1996). The 
instrument, the Experience of Caregiving Inventory (ECI) is a measure of appraisal. A 
specific or acute stressor is not being studied but a constellation of events related to 
caring for a mentally ill person over a period of time and their impact on the 
caregivers.
Theoretical Framework
The theoretical framework for this study is based on Germain’s (1993) social 
ecological theory, which centers on adaptations and coping. This social ecological 
framework was chosen because not only is it one of the most popular frameworks for 
social work practice, it is also the most apt. Its fundamentals, those of adaptation and 
coping are essential elements in social work. Helping the client to fit into the 
environment is what social workers do all the time. For the client to have a good fit 
into the environment, the social worker either manipulates the environment to render 
13
it easier for the client to fit in, or helps the client to adapt to the environment by 
teaching the client coping skills that will enable him/her to fit into the environment.
The ecological perspective can be seen as a unifying paradigm that can apply 
to the numerous and diverse models of social work practice (Allen-Meares and Lane, 
1987; Grief, 1986). Through the principle of ecology, we seek to understand 
reciprocal relations between organisms and environment, how species maintain 
themselves by using the environment, shaping their needs without destroying it and 
how such adaptive processes increase the environment’s diversity and enhance its life 
supporting properties. 
People shape their surroundings to help themselves fit into the surroundings 
while at the same time shaping their behaviours to fit into these same surroundings. 
The environment includes other people and their social focus.
This framework also fits in with the life course model that is so pertinent to 
social work. In the life course model, transitions such as developmental stages and the 
changes that accompanied each stage of the life course bring about stressors to the 
individuals. It is the adaptation and coping that will help the individual through the 
life course (Gitterman and Shulman 1994; Lee and Swenson 1998).
Through the principle of ecology, we seek to understand reciprocal relations 
between organisms and environment, how species maintain themselves by using the 
environment, shaping their needs without destroying it and how such adaptive 
14
processes increase the environment’s diversity and enhance its life supporting 
properties. 
Social and ecological theorists assume that while society is generally good and 
healthy, it sometimes develop rejects, such as when a system experiences entrophy or 
when one component gets out of sync with others in the system. Components and the 
homeostatic balance is disturbed. Another assumption is that the fundamental 
motivation for human beings is to survive in one’s environment. Based on this need to 
survive, we are motivated to adapt to our surroundings – to shape ourselves in order to 
survive, and to mold our surroundings to enable us to find what we need. At the same 
time, the ecological model emphasizes that the effects of this shaping change the 
surroundings and ourselves as we are intricately connected to our surroundings for our 
survival.
To have survived as a species, then, we have learned to become extremely 
sensitive to the changes around us at the physical, social and even biological levels of 
existence. Our drive to survive and to survive as pleasantly as possible has 
necessitated that we adapt to our surroundings and manage them to provide us with 
what we need.
The crux of the ecological perspective centers on the process of adaptation and 
coping. Adaptation is continuous because environments continually change and 
people’s needs and goals also change. People must adapt to all changes that they or 
the environment have induced. According to Cohen (1971, pp 2 - 4) “ Adaptation in 
man is the process by which he makes effective use production ends of the energy 
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potential in his habitat. Adaptation in man refers to fitness for reproduction and 
survival. A population’s adaptation is its relationship to its habitat.” 
Adaptation refers to behaviours that move an individual towards adaptedness. 
These behaviours may have biological, cognitive, emotional, social or cultural bases. 
Adaptations are active efforts:
a) to change oneself in order to meet the environment’s expectation or its 
demands that are perceived as not alterable or to take advantage of 
environmental opportunities
b) to change the environment so that the social and physical environments are 
more responsive to one’s needs and goals
c) to change the person-in-environment relationship to achieve an improved fit.
Coping has been defined by pioneering theoreticians Pearlin and Schooler (1978)
as “the things people do to avoid being harmed by life’s strains.”  At the very heart of 
this concept of coping is the fundamental assumption that people are actively 
responsive to the forces that impinge upon them. Over the years, coping has acquired 
a variety of conceptual meanings , being used interchangeably with such kindred 
concepts as mastery, defense and adaptation. Just as adaptedness and stress express 
particular person-environment relationships, so too does coping. Its effectiveness will 
depend on both personal and environmental resources. Coping responses serve as 
feedback processes revealing how the organism is doing. Actual coping skills run the 
gamut of human adaptive efforts to maintain, tolerate, reduce and minimize 
environmental and internal demands and conflicts among them (Lazarus and Lannier 
1978). What is effective coping with a particular demand in a particular context by a 
particular person may not be effective in a situation where demand, context or person 
16
is different. Mechanic (1974) suggested that coping skills include various capabilities 
such as self directedness, problem solving skills, motivation to meet stressful demands 
and ability to maintain an optional degree of inner comfort that will facilitate problem 
solving including defenses against immobilizing emotions and a favourable level of 
self esteem. These personal resources depend on their effectiveness to mobilize 
environmental resources.
Coping activity serves two functions: the instrumental and the palliative
(Lazarus and Lannier 1978). The instrumental function is intended to modify the 
stressful person-in-environment relationship. The palliative function is intended to 
manage or regulate the emotional responses generated by the stress. The two functions 
can be mutually facilitating as the denial of the family in believing that the illness has 
a spiritual or stress related cause that can be easily remedied helps to buy the time 
needed to deal with the overwhelming and emotional pain that the reality of the illness 
will impact. This delay provides more time for problem solving efforts to begin. But 
one function can interfere with the other, as when the denial of the illness and the 
belief that it is only a spiritual or stress related phenomenon may lead to a rejection of 
medical treatment and an option for spiritual or other non medical attempts at 
managing the illness.
There are different modes of coping and these include:
1. gathering information required in modifying the stressful person-in-
environment relationships which can also be palliative in reducing psychic 
discomfort by imparting a means of control over the demand
2. innumerable and diverse actions may focus on the environment as when a 
caregiver may give up a job to take care of the patient
17
3. inhibition of action which ( as opposed to immobilization due to internal 
conflict and defense) refers to controls exerted against impulsive or dangerous 
action as in watching closely the patient who is suicidal, and 
4. intrapsychic modes of coping which include unconscious mechanisms of 
defense and other processes used to maintain or restore internal comfort and a 
favourable level of self esteem. In their adaptive form, such processes not only 
make the person feel better, but because the individual feels more comfortable, 
he or she can undertake more effective action, inhibit actions more readily or 
seek information more productively (Zipple and Spaniol, 1987).
At the onset of the illness, that is schizophrenia, the family is inevitably thrown 
into disarray. The symptomatology of the illness can be intriguing and not 
comprehensible to the family, especially to the primary caregiver who is almost 
always an immediate family member who has a close association with the patient. To 
see someone so familiar changing so drastically, even if the change is over time or 
insidiously is no doubt traumatizing. The natural tendency is therefore to garner all 
resources available within reach to counter the imbalance in the homeostasis that has 
been caused by the illness. The critical element is the appraisal of an imbalance 
between a powerful demand and the personal and environmental resources for dealing 
with it. Primary appraisal is involved in evaluating the significance of the demands 
posed by the illness, while secondary appraisal is involved in assessing internal and 
external resources for coping with these demands (Wethington and Kessler 1986). 
Existing emotional resources, financial resources and the energy for dealing with the 
everyday management of family/personal life may all be depleted by the fear and 
realities of the patient’s condition.
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The life course model in social work looks at illness in terms of onset and 
course. Illnesses with a gradual onset present a different form of stressor to the 
caregiver than does a sudden crisis, Germain (1976). Although the total amount of 
readjustment of family structure, roles, problem solving and affective coping might be 
the same for both acute and chronic illness, an acute onset will require of the 
caregiver more rapid mobilization of crisis management skills. Some caregivers are 
better equipped to cope with rapid changes. Caregivers who are able to tolerate highly 
charged affective states, exchange clearly defined roles flexibly, solve problems 
efficiently and use outside resources will have an advantage in managing the acute 
onset of illness. For acute onset of illness, there is relatively greater strains as the 
caregivers need to divide the energy between protecting against further disintegrative 
damage or loss and progressive efforts that maximize mastery through restructuring or 
novel problem solving ( Adams and Lindemann, 1974).
Schizophrenia which is a relapsing illness demands a somewhat different sort 
of adaptation. Relapsing illness may require the least ongoing caretaking or role 
reallocation. The episodic nature of the illness may require a flexibility that permits 
movement back and forth between two forms of caregiving arrangements. In a sense, 
the caregiver is on call at all times to enact a crisis structure to handle the 
exacerbation of the illness. Strains on the caregiver are caused by both the frequency 
of the transition between crisis and non crisis and the ongoing uncertainty of when a 
crisis will next occur. Although the wide psychological discrepancy between periods 
of normality versus illness is a particularly taxing feature unique to relapsing chronic 
illness, caregivers do make attempts to adapt to contain the uncertainty.
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Objectives of the Study
Based on the theoretical framework of the ecological theory that most people 
adapt to their environment eventually through their coping abilities, this study sets out 
to first look at the impact of schizophrenia on the primary caregivers, exploring the 
burden and the experience of caregiving. The study will also compare two groups of 
primary caregivers, the short term caregivers with caregiving of less than 5 years and 
the long term caregivers who had 5 years or more of caregiving to establish the 
difference between these two groups. The objectives of the study are:
1. To adapt the Burden Assessment Scale (BAS) and the Experience of 
Caregiving Inventory (ECI) which are disease specific instruments for use on 
English and Chinese speaking caregivers and validating these versions for 
Singaporean caregivers of patients with schizophrenia
2. To establish if like elsewhere a burden exists for these primary caregivers and 
to determine the extent of the burden
3. To compare the burden for short term caregivers (of the acute patients) and the 
long term caregivers (of chronic patients)
Research Focus
The research questions to be addressed are:
1. What is the impact of schizophrenia on the primary caregivers of  patients in 
Singapore?
2. Does the burden of care increase or decrease with prolonged caregiving?
3. What are the factors that influence the burden/experience of caregiving?
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The research intends to test the following hypotheses:
1. That like elsewhere in the world, schizophrenia has an impact on the 
caregivers who experience psychological distress and are burdened by their 
caregiving roles
2. That there are differences in the burden between the caregivers for acute and 
chronic patients
3. That as the illness becomes more chronic and caregiving becomes more 
prolonged, the burden of caring eases
4. That there are factors that could influence the extent of the burden and to 
determine these factors.
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CHAPTER TWO : LITERATURE REVIEW
Introduction
The effort to explain caregiving outcomes generally has been framed in terms 
of stress coping paradigm (Pearlin, Mullan, Semple and Skaff 1990). Caregiving is 
seen as the stressor and burden and diminished subjective well being are seen as 
negative consequences (Biegel, Sales and Schulz 1991; George 1980).
In the  early days, the study of the family in relation to the mental illness of a 
relative focused on its possible role as an etiological factor in the origin or outcome of 
the disorder (Kreisman and Joy 1974). The role of the family in the etiology of 
schizophrenia is still uncertain, (Frank 1965; Mosher and Gunderson 1973) but it is 
known that family members who have a psychiatric disorder can and frequently do 
have profound effects on other family members (Kreisman and Joy 1974).
With the advent of de-institutionalization that begun about five decades ago 
and which resulted in many families having to increase their caregiving 
responsibilities for their relatives suffering from mental illness outside of the 
institutions, researchers began then to look at the impact of caregiving on these 
families. It was the British psychiatric researchers who had been more concerned with 
the family and indeed were the first to raise the issue of family burden in their 
research (Kreisman and Joy 1974).
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This adverse consequences of psychiatric disorders of patients on family and 
caregivers  known widely as family or caregiver burden has a history that began soon 
after the second world war. Studies on burden thus dated back to the 1950s and were 
done for different reasons. At first, such studies were to determine the feasibility of 
discharging the patients into the community and later to refine the concept of 
caregiving, its extent and its underlying structure and most recently, to measure 
burden as an outcome variable in programme evaluation and controlled clinical trials 
(Schene, Tessler and Gamache 1994).
The early studies by Clausen and Yarrow in 1955, and others like those of 
Mandelbrote and Folkard 1961 and Waters and Northover 1965 were mainly 
descriptive studies and addressed the extent of the suffering borne by these families of 
caregivers. Later, in 1966, Hoenig and Hamilton became the first to make a 
distinction between the objective and subjective dimensions of burden. This 
distinction has been used with some consistency to this day.  With the establishment 
of the objective and subjective dimensions of burden, later studies were able to stay 
more focused on each of these dimensions and made comparisons.
The last three decades saw a number of instruments or scales developed to 
measure caregiver burden. Family burden became one of the outcome measures in 
mental health service evaluation (Fenton, Tessier and Struening 1979; Tessler, Killian 
and Gubman 1987). Comparisons were made between community approaches and the 
more clinical approaches (Schene, Tessler and Gamache 1994). There is still no 
standard instrument generally accepted within the scientific community. 
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The application of burden measures in routine clinical settings, that is to screen for 
burden, to identify individual members at risk and to monitor changes in  burden over 
time is in its infancy (Schene, Tessler and Gamache 1994).
Having established burden in the caring population, researchers then attempted 
to look at factors that influence this burden and more importantly how these 
caregivers cope. Beginning in the early 1980s, interventions or treatment programmes 
with a psycho-educational approach which aimed at a reduction of family burden, 
family stress or expressed emotion became the central point of interest (Kuipers and 
Bebbington 1988).
Even more recently, because of the difficulty of operationalizing the concept 
of burden, researchers began to look at the entire concept of caregiving that included 
both the negative aspects (burden) and the positive aspects of caregiving. Since 1994, 
more new instruments have been developed to assess the experience of caregiving 
such as the Experience of Caregiving Inventory by Szmukler et al. 1996, the 
Perceived Family Burden Scale by Levine, Lancee and Seeman 1996 and a generic 
instrument to assess the experience of caregiving by Schofield, Murphy and Herrman 
in 1997. These  newer instruments looked at caregiving in a wider, yet more specific 
perspective. In the Experience of Caregiving Inventory both the negative and positive 
aspects of caregiving were addressed, resulting in a balanced perspective.
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Early Descriptive Studies
One of the earliest descriptive studies was carried out by Clausen and Yarrow 
in 1955. Their study had little relevant research to guide them as their legitimately 
sparse bibliography made that amply clear. In this study, they examined the family’s 
attitude and that was done in the context of Lewin’s (1948) social psychological 
theory of minority group belonging. 
Families in that sample were noted to behave as if they were minority group 
members and characteristically showed feelings of underprivileged marginality, 
extreme sensitivity and self hatred. Other early descriptive studies like those of 
Waters and Northover (1965) found that the wives of the long term schizophrenia 
patients were fearful of their sick husbands and experienced long periods of tension in 
the home. Schwartz (1956) and Clausen (1959) reported a considerable amount of 
anger and resentment on the part of the spouses towards their mentally unwell wives 
and husbands.
Some of these early studies went beyond the descriptive level. Hollingshead 
and Redlich (1958) examined social class differences and found that whereas 
resentment and fear were prevalent in lower class families, shame and guilt were more 
pronounced in upper classes. Myers and Roberts in 1959 found shame at having an 
“insane” person in the family was a common reaction in the lowest class. This, 
however was an intensive study of a small sample of 25 subjects so its applicability to 
the general schizophrenia population may be questionable.
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One of the largest of these early descriptive studies was by Grad and 
Sainsbury (1968). In this study, a comparison was made between two groups of 
psychiatric patients and their caregivers from two areas in the United Kingdom. These 
caregivers were followed up for two years and the effects of the patients on their 
families were measured. The results showed that the social costs of psychiatric care in 
the community service was higher in terms of its effects on the mental health of 
family members. This study was however not confined to schizophrenia so the sample 
although large was tainted by patients with other psychiatric diagnoses, including the 
neurotics which may present a different picture altogether. Nevertheless, this study 
was useful in that it showed that caregivers were no doubt negatively impacted by 
their caregiving roles and that those caring for patients living in the community were 
harder hit.
A later study by Gibbons, Horn, Powell and Gibbons in 1984 found that the 
supporters of patients had symptoms of emotional and physical ill health in 72% of 
the cases as measured by the Social Behaviour Assessment Scale (Part III). In the 
GHQ measure, 32% of the supporters or caregivers scored above the cut off point 
score for psychiatric morbidity. The study also found that the levels of subjective 
emotional distress and scores for the GHQ were the highest among new caregivers. 
This study was a large one that considered only schizophrenic patients and the inter 
rater reliability was established. Its results therefore can be generalized because of the 
pure and adequate sample size and satisfactory research methodology.
The review article by Fadden, Bebbington and  Kuipers in 1987 unveiled that 
in the three decades after the pioneering work of Clausen and Yarrow (1955), there 
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had been a large body of literature based on the systematic study of the difficulties on 
the burden borne by the caregivers of the mentally ill. This review article which 
looked at many of the descriptive studies from as early as those in the 1960s right up 
to those in the 1980s found that the situation remained that the studies were merely 
descriptive and ‘scatter shot’  in approach (a term used by Kreisman and Joy, 1974) 
on the part of the researchers who failed to follow through on promising leads in their 
data. This article summed up all the work done in the descriptive era, which extended 
up to about the mid 1980s. The main thing that emerged from all these descriptive 
studies was that the burden exists and it has impact on the families and can be 
extensive.
Later Studies
From about the mid eighties onwards, researchers in this area of research on 
family burden began to take more cognizance of the dimensions of burden. The 
differentiation of objective burden and subjective burden into various dimensions was 
noted and researched upon. In these later studies, the instruments developed and used 
had good psychometric properties. These later researchers also paid more attention to 
issues of validity and reliability of their instruments and looked into factors that could 
have influenced the burden and the coping used by the caregivers to ease the burden.
In one of the largest European studies, that by Magliano et al. (1998), the 
group conducted a large scale multi-centred study of 236 relatives of patients in five 
European countries. The sample involved only the key caregivers of patients with a 
diagnosis of schizophrenia according to ICD-10 of the World Health Organization’s 
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classification. This was a multi-centred study in which the researchers were well 
trained and their inter-rater reliability was good. The data from each of the five 
centres were representative of the group of patients attending each centre. A face 
validity study was carried out together with a test retest reliability study making the 
findings of the study more reliable. This descriptive study confirmed some of the 
findings of other studies on family burden like restriction of social activities on the 
caregivers, negative effects of family life and feelings of loss. The study also found 
high levels of burden in the absence of social support and good coping. Although the 
large number of correlations explored in this study gave rise to higher possibilities of 
chance probabilities, an attempt was made by the researchers to reduce the bias by 
considering as significant only those data with a correlation p value of lower than 
0.01.
In their follow up study, Magliano et al. (2000) had one interesting finding that 
a reduction of burden was found in relatives with improved coping skills and who 
received more practical support from their social network. The methodology of this 
follow up study was similar to that of the main study. The limitation in this study was 
the high attrition rate of 33%. This, however is not different from that reported in the 
few available follow up studies in the relatives of patients with schizophrenia like 
those of Brown and Birtwistle 1998 and Scazufca and Kuipers 1999. Besides, the 
main results of this study have been consistent across the centers, including the one 
centre that had an attrition rate of only 6%.
Magliano et al. conducted yet another study on caregiver burden in 1999. In 
this 1999 study they found that the levels of burden on other relatives do not differ 
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substantially from those with key relatives. This study  however used a small sample 
from two centres so the results should be regarded as preliminary.
This same Italian group did another large study in this area of family burden. 
This study was another multi-centre study carried out in Italy. In this large study of 
709 patients and their caregivers, Magliano et al. (2000) found significant 
relationships between family burden and professional and social network support. The 
findings showed that professional and social network support reduced the family 
burden in those caring for schizophrenic patients. The study is of a large scale and 
although multi-centred, the researchers were all well trained and inter-centre 
reliability had been established. The random selection of the sample from mental 
health services makes the data representative of their national situation and therefore 
acceptable for comparison across the western world.
In another large study in Holland by Schene, Wijngaarden and Koeter (1998), 
the researchers studied 480 members of the Dutch family organization for patients 
with schizophrenia or chronic psychosis. In this study, they looked at the correlation 
between caregiving  distress and the characteristics of the patients, the caregivers and 
their relationship and found four distinct caregiving domains of tension, worrying, 
supervision and urging. The two interpersonal domains of tension and worrying were 
found to be substantially correlated and so also the two behavioural related domains 
of supervision and urging. The study also found that the global burden of caregiving 
was related to the tension factor. One important finding of this study was that relatives 
in regular contact with the patients’ mental health professionals reported more 
caregiving strains than those not in contact. This is in contrast to the findings of 
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Magliano’s et al. study (2002) which found that professional network support reduced 
the burden of care. All in all the findings of this study suggested that caregiving 
distress can be lowered by reducing the patient’s symptomatology and by increasing 
the coping capacity of the caregivers and reducing the number of contacts between the 
patient and the caregiver.
Although this may be a large study, the sample was members of a self help 
organization of mainly mothers. There is thus an element of bias in the sample. There 
were some methodological limitations to this study like the 4 weeks time frame of the 
questionnaire that automatically excluded the long term caregiving aspects like the 
loss of social contacts and stigma. The information gathered including those about 
symptom severity were obtained from the relatives via self administered questionnaire 
without any face to face appraisal of any kind. Finally, path analysis, an inherently 
cumbersome longitudinal method was used in this cross sectional study.
In Provencher and Mueser’s (1997) study of 70 primary caregivers, although 
the severity of symptoms were correlated to caregivers’ burden, the perceived severity 
of positive symptoms was only related to subjective burden, not objective burden. 
This could be due to the fact that the presence of positive symptoms necessitated 
admission to the hospital for management. With the patient in hospital and therefore 
away from the caregiver, it follows that the objective burdens which are more 
physical in nature are lessened. However, the subjective burdens which border around 
worries and distress remain. This is a study based on a convenient sample of members 
from a self help group so it may not be representative of other caregivers who do not 
have the support that this sample has.
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Birch and Cochrane (1990) in their small study of 53 caregivers found a high 
degree of stress and burden reported by the relatives and that the stress and burden 
were related to the level of behavioural disturbance and social impairment of the 
patients. This is a sample of caregivers of patients with only 2 years of history of 
illness, so the findings may not be applicable to the caregivers of patients with a 
longer history of illness or those patients who had progressed to chronicity.
In another small European study in Norway, Boye et al. (2001) looked at the 
relatives of patients discharged from two psychiatric hospitals within a defined 
geographical catchment area. The sample was confined to those suffering from 
schizophrenia or schizophreniform disorder making it a pure sample. The findings 
were consistent with those of other studies that the relatives were distressed by their 
high scores in the General Health Questionnaire (GHQ) and their distress was related 
to their reports of the problematic behaviour of the patients.
Szmukler, Wykes and Parkman (1998) did a somewhat similar study in an 
English population involving 124 caregivers of patients with psychotic disorders 
including schizophrenia. The study was on informal caregivers in a population based 
sample of people with a psychotic illness. Their sample was quite different from the 
many studies where the sample of caregivers were selected from membership of a
caregivers’ organization or by their relatives being a recent in-patient or by their 
willingness to participate in a survey. The findings were that 50% were dissatisfied 
with their caring role indicating that caregiving was burdensome. Also 23% of the 
caregivers scored above the cut off point in the GHQ score putting them in the above 
normal range for stress. However, the ability of a wide range of individual 
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characteristics to predict caregiving activities and caregiver distress was poor. In a 
stepwise multiple regression model only a measure of poor social functioning 
significantly predicted the number of caregiving activities and then only weakly. The 
caregivers’ GHQ score was poorly predicted by caregiving activities. This study 
showed that a clinician’s assessment of the person’s symptoms and disability will not 
be very indicative of the nature of a caregiver’s role nor of their distress. Only the 
caregiver can provide that information.
Harvey et al. (2001) in a study of 154 relatives of patients with psychosis also 
found that the relatives’ psychological distress was high with 41% scoring above the 
caseness threshold on the GHQ. This contrasts with a community norm of 12% 
(Goldberg et al. 1997). Although the sample comprised patients of various psychiatric 
diagnoses, almost half, that is 49% had a diagnosis of schizophrenia. It was also a 
multi-centred study to look at factors that influence contact frequency. The study 
hypothesized that relatives who appraised caregiving more negatively and 
experienced more psychological distress at baseline would be less likely to have 
frequent contact with the patient at 2-year follow-up. The findings were from the 
baseline interview with no comparison data available at the follow-up.
In a comparative study of the key caregivers of patients with schizophrenia 
and those with neurotic disorders, Veltro et al. (1994) found that the caregivers of 
schizophrenic patients reported at least a moderate to severe or very severe objective 
burden more frequently than those of neurotic patients. The same findings apply to the 
subjective burden. Although the sample in the study was a small one with only 27 
caregivers of schizophrenia patients and 19 neurotic patients and the two groups of 
32
patients were heterogeneous, the methodology was sound and the study was the first 
of its kind.
In one of the few longitudinal studies, Brown and Birtwistle (1998) studied 
179 subjects and their caregivers. The subjects were patients suffering from 
schizophrenia. Theirs was an outcome study and their findings showed that most 
people with schizophrenia remain significantly disabled by their illness while their 
caregivers suffer ongoing distress. Though not tested statistically significantly, this 
study did show that after 15 years of caregiving, the percentage of caregivers that 
were severely distressed dropped to 7% from 21% at the start of the study. Those with 
GHQ levels that were high enough to be considered as psychiatric cases (Goldberg 
and Hillier 1979) also dropped from 34% to 28%. The relatively high attrition rate 
raises the question of generalizability of the findings.
In a clinical trial that compared the clinical efficacy of two drugs and 
identified other factors related to family burden as experienced by relatives of patients 
with refractory schizophrenia (DSM IIIR), the findings of Rosenheck et al. (2000) 
were that family proximity such as frequency of patient-family contact and days out 
of the hospital are associated with increased burden.
Another Norwegian study by Boye et al. (2001) found that there was a 
significant decrease in the caregivers’ distress scores from the patient’s admission to 
the 4.5 month follow-up with no further decrease at the 9month follow-up. This study 
found 14% of the caregivers with high GHQ case scores throughout the study. It 
seems then in this study that the distress scores were not related to the GHQ scores 
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because the distress scores decreased while the GHQ scores remained constant. 
Generally in most of the other studies the GHQ scores were seen to be related to the 
distress scores.
Reinhard, Gubman, Horwitz and Minsky (1994) in developing the instrument, 
the Burden Assessment Scale (BAS) to assess the burden of families with a severely 
mentally ill member conducted 2 studies using the instrument. In the first study, the 
sample of caregivers were from a self help group and over represented by whites. The 
second study was more representative of the situation statewide for families where ill 
relatives were recipients of public mental services. It followed then in the findings 
that the caregivers in the second study were more burdened than those from the self 
help group. The analysis from the 2 studies provided preliminary evidence that the 
Burden Assessment Scale (BAS) is an internally consistent and conceptually 
meaningful tool useful for research in the area of family or caregiver burden. From a 
system perspective, the scale offers a tool for assessing family members’ burden 
related to serious mental illness and measuring reduction in burden. The samples in 
both studies are adequate in number and the methodology is acceptable.
There has not been much literature as far as the Asian and non white 
population is concerned. One of the earliest Asian studies is the one undertaken by 
Shaila Pai and  Kapur (1981) where the researchers developed an interview schedule 
to measure family burden. The study was done on a small population of Indian 
caregivers of schizophrenia patients. The findings were that the most burdensome 
impact were family finances and disruption of normal family activities. The reliability 
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and validity of the interview schedule was tested but not using the usual statistical 
methodology.
Using this same instrument named ‘the interview schedule’,  but in a modified 
form, Martyn Yellowe (1992) studied 44 caregivers of African schizophrenic patients 
in Nigeria. He found that caregiving constituted a burden to both the rural and urban 
caregivers. The rural caregivers were found to have a higher GHQ-28 score and a 
higher burden score based on Pai and Kapur’s interview schedule which was modified 
to measure only the objective burden. The study found a positive correlation between 
the overall burden scores and the overall GHQ scores. No doubt the findings echo that 
of many other studies, this study’s small sample and the non validation of the 
instrument in its Nigerian population made the findings not generalizable.
One of the largest Asian studies was carried out by Salleh (1994). He studied a 
large sample of 210 Malay caregivers of patients with schizophrenia from a hospital 
setting. His sample is a pure and unbiased one. This study found that the burden 
existed and that it was extensive in that the prevalence of neurotic illness among the 
primary caregivers of the schizophrenic patients in this study was 26%. It is higher 
than the prevalence of neurosis in urban areas (Weisman, Myers & Harding, 1978). 
This is a study that is most similar to my study in terms of culture. The large and 
unbiased sample allowed the findings to be applicable.
In another Indian study by Rammohan, Rao and Subhakrishnan ( 2002), some 
60 caregivers of patients with schizophrenia were studied for burden and coping in a 
hospital setting. The study found that burden and well being were significantly 
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negatively correlated. The use of denial was associated with greater burden and less 
well being while the use of problem solving and support seeking coping were 
associated with lower burden and greater well being. The study found that patient 
characteristics such as age, education and illness severity were significantly associated 
with burden in the caregivers but not with well being. This study was cross sectional 
and limited to subjects from one religious group. The hospital where the sample was 
taken is one that caters to the lower income group where the majority were receiving 
free treatment, making the small sample a biased one and casting doubts in the 
generalizibility of the findings.
Studies in Caregiving
In the next stage of the studies on the consequences of patients’ illness on the 
relatives or caregivers’ burden, researchers became critical of the term ’burden’ which 
was seen as negative and refutes any positive or rewarding aspects of caregiving. 
Thus researchers began a look at caregiving as a total experience which included the 
negative aspects or burden as well as the positive experience in caregiving that had 
been ignored in the past. As a result, one of the first such studies was that by 
Szmukler et al. 1996. This group developed the instrument, the Experience of 
Caregiving Inventory (ECI). Theirs was a large study on the relatives caring for a 
patient with a serious mental illness. The study found that the experience of 
caregiving is multi dimensional. Ten relatively independent dimensions were 
identified, eight negative and two positive. The methodology in this study ensured a 
strong face validity, the content being based on a large cohort of caregivers’ reports. 
36
The large sample size and its validation against the dependable GHQ established the 
construct validity of this instrument.
In a follow up study by Joyce, Leese and Szmukler (2000) to re-examine the 
construct validity of the instrument, the Experience of Caregiving Inventory (ECI), 
this instrument was found to be a useful tool for research into the caregivers of 
patients with a mental disorder. This research although of a small scale involved 
subjects from a clinical setting rather than a more biased self help group and also used 
the GHQ in its validation.
Using the same ECI instrument, Tucker, Barker and Gregoire (1998) in 
another study of 47 caregivers revealed that the caregivers were most distressed by the 
depressive behaviour in the patients and that living with an informal caregiver was 
protective against hospitalization. The reason being that when a patient was living 
with an informal caregiver, many of the patient’s needs including proper 
administration of medication were attended to by the caregiver. With adequate care, 
there would be less incidence of a relapse requiring hospitalization. As there were 
only 21 informal caregivers in the study, the findings cannot be generalized.
Still using the ECI, Martens and Addington (2001) studied 41 family members 
of patients with schizophrenia or schizo-affective disorder from an outpatient 
programme of a general hospital in Calgary, Canada. These family members were 
first degree relatives. The ECI was used in conjunction with the Psychological Well 
Being Schedule (PGWS) and the Family Concern Questionnaire (FCQ). The results of 
this small study partially supported their hypothesis that scores of the ECI would be 
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the best predictors of the psychological well being. The negative scale of the ECI was 
the best predictor of the poor psychological well being but the scores of the ECI 
positive scores were not associated with psychological well being. The main 
conclusions from this study were that the measure of caregiving was a stronger 
predictor of the psychological well being of families who had a member with 
schizophrenia than a measure of burden. Thus the ECI  predicts psychological well 
being and as such is a useful measure to tap into the family members’ perception and 
thoughts about the caregiving role. Although the methodology of this study is sound, 
the small sample and the likely bias of the sample, which was drawn from volunteers, 
some of whom were not even living with the patients cast some doubt on the findings.
In a larger study involving  the ECI, Harvey et al. (2001) in their multi-centred 
study of relatives of patients with severe psychotic illness, established that only the 
relatives’ negative appraisal was a significant predictor of their psychological distress. 
The relatives who appraised caregiving more negatively were having a greater 
likelihood of scoring above the psychiatric caseness threshold. The relatives’ negative 
appraisal accounted for 30.3% of the variance in psychiatric caseness. One interesting 
finding of this study was that the age of the patient was found to be a predictor of the 
relatives’ caregiving appraisal. Caregivers of younger patients appraised the 
caregiving more negatively. Although this was a multi-centred study, the inter-rater 
reliability among the researchers in the study was good. This together with its larger 
sample size adds to the credibility of the study and thereby more acceptability for the 
findings.
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In yet another study in which the ECI was used, Treasure et al. (2001) studied 
the experience of caregiving for severe mental illness, comparing two groups, those 
suffering from anorexia nervosa and those suffering from psychosis. This instrument 
has been developed to specifically measure the needs and difficulties that arise as a 
result of caring for someone with psychosis was seen also to be useful in its 
application to the caregivers of patients suffering from anorexia nervosa. The findings 
on these caregivers report similar experience in terms of difficulties and rewards as 
the caregivers of patients with psychosis. This being a small study covering a severe 
anorexia group and based only on self reporting method, there could be some bias in 
the study.
The ECI was even used in the caregivers of patients experiencing a first 
episode of psychosis. In the study by Tennakon et al. (2000), the ECI scores showed 
that the women caregivers had higher score for “effects of illness on the family”. The 
study also showed parental caregivers had higher mean scores on stigma than sibling 
caregivers. In this study, the GHQ results showed that caregivers in the professional 
social class had higher GHQ scores than those in the skilled manual class. This 
however was a small cross sectional study and some of the caregivers had spent very 
little time as little as less than an hour a week with the patient.
Factors influencing caregiving burden
This area has been addressed by several recent researchers but in a rather 
unsatisfactory way. Anne Marie Baronet in her review article in 1999 stated that less 
than 20% of the studies reviewed which were published prior to 1990 used regression 
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statistics to identify relationships between variables and caregivers’ burden. Prior to 
1990, studies mostly used descriptive and correlational  statistics to analyze and 
interpret findings. Among the studies reviewed which were published after 1990, over 
75% used regression statistics. Because many variables are related to caregiver 
burden, the need to control  these different variables is essential to identify 
relationships correctly. A large number of studies presented significant correlational 
association between variables and caregiver burden but these associations failed to 
reach significant levels when robust regression analysis was used. In some of these 
studies, like those of Greenberg, Kim and Greenly 1997; Cook, Lefley, Pickett and 
Cohler 1994; these variables were included in the study but not mentioned in the 
findings as associated with burden.
Some of the more popular factors that the studies on burden looked at are 
social demographic factors like age, gender, relationship to the patient, the 
educational level of the caregiver, illness related variables like the presence of 
symptomatic behaviours and diagnosis and the availability of support.
In her review article, Anne Marie Baronet (1999) looked at nine studies that 
evaluated the relationships between caregivers’ age and burden. The findings were 
mixed  for the association between the caregiver’s age and burden. The ten studies 
that she looked at which evaluated the relationship between burden and caregiver’s 
gender all reported no association with overall burden. Similarly the seven studies that 
looked at educational level of the caregivers in relation to burden also found no 
correlation between the two. Neither did she find in her review article any correlation 
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between the overall burden of caregivers and factors like the caregiver’s relationship 
to the patient  and the diagnosis of the patient.
However, some conclusive findings were noted in the twelve studies 
evaluating the relationship between caregiver burden and the symptomatic behaviours 
of the patient. All twelve studies found association between both variables. Finally in 
the area of social support, her article included six studies which reported mixed 
findings.
Baronet’s (1999)  review covered 28 studies from 1976 to 1997. The studies 
were wide ranging from longitudinal to cross sectional studies. The sample sizes were 
also very varied. In her review, consideration of methodology and sample size for the 
generalizability of findings was not a priority. However, this article is useful in 
providing the baseline for looking into this aspect of burden. 
Following up on this review article, some researchers in later studies continue 
to attempt to look at factors associated with burden without much definitive answers. 
The two most significant factors that influenced burden was that of support and the 
behaviour or symptomatology of the patient.
In the area of support, Magliano et al. in 2002 did a study which specifically 
looked at the impact of professional and social network support on the burden of 
families of patients with schizophrenia.. This large multi-centred study involved 709 
key caregivers from 30 mental health departments. As in their previous studies, this 
Italian group used pure samples, sound methodology and ensured good inter-rater 
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reliability. Their study found that burden was higher among relatives reporting poor 
professional and social support. They concluded that there were significant 
relationships between family burden and professional and social network. Other 
studies that support the influence of support on burden were the earlier studies of 
Magliano et al. (1998) and (2000); Heller, Roccoforte and Hsiek (1997); Winefield, 
Barlow and Harvey (1998) and Harvey, Burn, Sedgwick, Higgit and Creed (2001). 
These other studies were found to have adequate sample size and adequate
methodology to have their findings acceptable. 
Those studies that associated the patient’s behaviour or symptomatology of the 
patient included those of Magliano et al. 2002;  Schene, Wijngaarden and Koeter 
(1998); Birchwood and Cochrane (1990);  Boye et al. (2001) and Rosenheck et al. 
(2000). The details of these studies were discussed earlier. Although Rosenheck’s 
study was looking into psychopharmacologic factors, the study also found that higher 
symptomatic levels of the patients was associated with higher burden for the family.
Harvey et al. (2001) did find one demographic factor, that is the age of the 
patient that predicted negative appraisal. The study found that relatives of younger 
patients had more negative appraisal of caregiving and that could mean higher burden.
There is also one study, that by Tennakoon et al. (2000) that found caregivers 
in the professional social class with higher GHQ scores than those in the manual class.
Lastly, there is a very large study by Byford et al. ( 2001) that looked at 
factors influencing the cost of caring for patients with severe psychiatric illness. The 
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study found that higher costs were influenced by the age of the patient and the 
duration of the illness. Although the study looked at the financial costs, it is inevitable 
that a higher cost of care will translate to a higher burden for the caregiver.
Conclusion
Despite the vast quantity of research conducted about burden and mental 
illness from as early as the mid 1950s and 1960s, most of these earlier studies up to 
1990 had their limitations. Among these limitations were reliability and validity issues 
in the measurement of burden, inconsistent use of theoretical and operational 
definitions as well as problems with sampling. All these contribute to findings that are 
open to question and conclusions that were often weak and unreliable.
Many of these studies used the term ‘family burden’ when in reality only one 
member of the family was recruited for the study and this family member may not be 
living with the patient and may not be the actual caregiver. As recruitment of family 
members may be difficult, many of these earlier studies had inadequate sample sizes. 
There is also the tendency to use convenient samples from self help organizations like 
support groups, adding onto the bias.
There were few longitudinal studies and most of the studies used cross 
sectional designs that yielded a single measure of burden at one point in time. In the 
few longitudinal studies, there was the usual high drop out rate.
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The later studies, that is, those from the late 1990s onwards were generally 
better in terms of reliability and validity as better test instruments had been developed 
for use and unlike the earlier studies most of the later instruments were not developed 
for a single study. Many of the later studies had larger sample sizes, although there is 
still the tendency to use self help organizations for their sampling.
Most of the studies were from the west like the United States of America, 
Canada, United Kingdom and Europe, albeit a few from other countries like India (Pai 
and Kapur, 1982; Rammohan, Rao and Subhakrishnan, 2001);  Nigeria (Martyn 
Yellowe 1992), and Malaysia ( Salleh 1994).
Nevertheless, from the array of  the literature researched there is no doubt that 
the early studies  all found that burden existed and was extensive. Many found that the 
burden may not become easier as time passes. (Hoenig and Hamilton, 1966;  
Mandelbrote and Follard 1961).  The later studies continue to support the existence of 
burden and its extent. ( Harvey et al. 2001 and Veltro et al. 1994)  Some of these later 
studies moved further to examine factors that influenced the extent of the burden 
( Reinhard 1994; Provencher and Mueser 1997;  Magliano et al. 1998). The 
researchers studied both caregivers of patients who were newly diagnosed, that is with 
less than 2 years of illness, that is the illness being still in the acute stage as well as 
caregivers of patients who had longer duration of the illness that may have developed 
into chronicity. There was hardly any study that looked at the comparison between 
two groups of caregivers, namely the short term caregivers and the long term 
caregivers.
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Since the study of caregivers was not as straight forward as that of patients 
who were usually a more captive sample in that they needed to be seen by their 
doctors (the researchers) for treatment, many of studies of the caregivers used the data 
from self help organizations that these caregivers belonged to. Thus there is inevitably 
a bias in the sample of these studies. 
Among the literature reviewed, the more useful ones were the larger studies 
with good methodology and those using sample from mental health and hospital 
settings like those of Magliano et al. 1998; 2000; 2002. There were  two review 
studies that were very useful. The first by Fadden, Bebbington and Kuipers (1987) 
reviewed the range of early descriptive studies and aptly summed up the era of the 
descriptive studies. The other review by Anne Marie Baronet  (1999) looked critically 
at the range of studies which examined the factors influencing burden. Her summary 
of their major findings gave an idea of the extent of research available and certainly 
provided a good reference point for this study.
The papers on caregiving, especially those  using the Experience of 
Caregiving Inventory (ECI) were very appropriate for this study which used the same 
instrument.. These studies like those of Szmukler et al. 1996; Joyce, Leese and 
Szmukler, 2000 and Martens and Addington (2000) provided useful comparisons. 
Since the Burden Assessment Scale is the other instrument used in this study, the 
studies by Horwitz and Reinhard 1992, and Reinhard 1994, were invaluable as 
references.
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Finally the study by Salleh (1994) is also very useful because this is one of the 
few studies carried out on Malay patients in Malaysia. Culturally Malaysia is very 
similar to Singapore. Salleh’s sample is also confined to patients with schizophrenia. 
This makes a good reference point for comparison with the Singapore study.
All in all the literature examining caregiving distress, burden and experience 
had identified a number of variables that had been contributory despite the 
inconsistencies. There remained however a number of gaps. Many of the previous 
studies were not sufficiently theoretical and did not take advantage of the extent of 
knowledge of caregiving with other chronic illnesses in which there may be important 
similarities or differences.
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CHAPTER THREE : METHODOLOGY
Introduction
This is a cross sectional study of the primary caregivers of patients suffering 
from schizophrenia. This study was conducted at the Institute of Mental Health, which 
is the main centre for the treatment of schizophrenia in Singapore. The Institute of 
Mental Health or Woodbridge Hospital as it was previously known is the main facility 
for the treatment of mental illness. This facility has about 2500 beds for inpatients and 
it also runs four outpatient clinics. The main clinic at the Institute of Mental Health 
itself is where the data for this study was collected.
This study looks at the impact of schizophrenia on the primary caregivers of 
the schizophrenic patients. It is hypothesized that there exists both  psychological 
distress and a burden for these caregivers and  the study also looked at a newer 
concept in the literature known as the experience of caregiving. This experience of 
caregiving addresses both the negative experience which can be translated into burden 
as well as the positive aspects of caregiving which had often been overlooked. The 
factors influencing the caregiving experience and the burden were considered.
The first part of the study involved the validation of the two instruments used 
to assess the experience of caregiving and the burden of care. This is followed by the 
confirmation of the existence of burden. The factors influencing the experience of 
caregiving and burden were identified and finally a comparison was made between 
the short term caregivers and the long term caregivers. The short term caregivers were 
looking after the acute patients while the long term caregivers were looking after the 
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chronic patients. Acute patients in this study are defined as those whose illness were 
less than 5 years. The 5-year cut off time was adopted because according to the DSM-
IIIR the cut off time for the chronicity of illness was at 2 years. However, in this 
study, it was decided to allow a longer period of 5 years so as  to be sure that 
chronicity has set in. The short term caregiving in this research is defined as 
caregiving of a duration of less than 5 years and long term caregiving is for a duration 
of more than 5 years. This distinction between short term caregivers and long term 
caregivers is to tie in the duration of caregiving with the definitions of acute and 
chronic patients.
Definitions
A primary caregiver is defined as the person in the patient’s family who is 
most involved in the patient’s caregiving. 
Short term caregivers are those looking after the newer patients who are more 
acute in their illness. The long term caregivers are those looking after the patients with 
a longer duration of the illness that is also the more chronic patients. DSM-III-R states 
that a two year history of illness will lead to chronicity. This study adopts a longer 
period of up to five years to define chronicity so as to be more certain of the chronic 
state of the illness. Thus the short term caregivers are those with less than 5 years of 
caregiving and the long term caregivers are those with 5 or more years of caregiving.
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Instruments
In considering the choice of instruments to be used in this study, disease 
specific instruments, that is instruments that measure a specific disease are chosen 
over generic instruments because these are known to be more sensitive. Instruments 
that are shorter and easier to administer are also considered over the lengthy and 
cumbersome ones. Finally, the usefulness of the instrument to measure what is 
relevant is the main consideration.
The instruments used in this study are:
1. Self designed questionnaire for the caregiver and the patient
2. The General Health Questionnaire (GHQ-28) (Goldberg and Hillier 1979)
3. The Experience of Caregiving Inventory (ECI) (Szmukler et al. 1996)
4. The Burden Assessment Scale (BAS) ( Reinhard, Gubman,Horwitz and 
Minsky 1994)
Self designed questionnaire for the patient
This questionnaire covered the social demographics of the patient and his/her 
utilization of services, including his medication profile mainly to capture the cost. 
This is calculated in terms of the last 3 months prior to the interview. The patient was 
also asked whether he/she was suffering from any other concomitant physical illness. 
A checklist on the presence of psychiatric symptoms was used to determine if the 
patient was suffering from any of the symptoms in the last 3 months prior to the 
interview.
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Self designed questionnaire for the caregiver
This questionnaire covered social demographics of the caregiver and the 
support and assistance received in the last three months. The caregivers were also 
asked if they were suffering from any physical illness in the past three months.
General Health Questionnaire (GHQ-28)
The General Health Questionnaire (GHQ-28) developed by Goldberg and 
Hillier in 1979 is a widely used instrument for measuring mental health. This 
instrument is a self report screening instrument for psychological morbidity. 
Respondents are asked to rate on a four point likert scale the frequency with which 
they experience 28 indicators of psychological morbidity. The GHQ-28 had been 
validated worldwide including in Singapore through a mental health survey which 
validated and compared the GHQ-28 among the three major ethnic groups living in 
Singapore (Fones, Kua, Ng and Ko 1998). The validation was done using the GHQ-28 
against the  Composite International Diagnostic Interview (CIDI), a diagnostic 
instrument  developed by the World Health Organization (WHO) for use in various 
cultures, that assigns operationally defined ICD-10 psychiatric diagnoses. The sample 
size for the study was 3,020. The reliability and validity of the instrument was 
established.  
The GHQ-28  is easy to administer and can be completed in under 10 minutes. 
The GHQ-28 was selected because it had been validated in Singapore, is a well 
established instrument that had been commonly used in this area of research (Tucker, 
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Barker and Gregoire 1998). The developer of the Experience of Caregiving Inventory 
(ECI) used the GHQ-28 to validate the ECI and subsequently many of the other 
researchers that used the ECI also used the GHQ ( Tennakoon et al. 2000; Treasure et 
al. 2001 and Tucker, Barker and Gregoire 1998).
Experience of Caregiving Inventory (ECI)
The Experience of Caregiving Inventory (ECI) is a more recently developed 
self report measure of caregiving experience of a caregiver of a person with a serious 
mental illness like schizophrenia. In short, it is a measure of appraisal. Developed  by 
Szmukler et al. (1996), this 66 item instrument comprises 10 subscales, eight negative 
(covering difficult behaviours, negative symptoms, stigma, problem with services, 
effects on the family, need to back up, dependency and loss) and two positive 
subscales ( covering the rewarding personal experiences and the good aspects of  
relationship with the patient). The eight negative subscales have a total of 52 items 
while the two positive subscales have 14 items. Being designed as a measure of 
caregiving, it is also suitable for population needs assessment and an outcome 
measure for service development aimed at decreasing caregiver distress. It is easy to 
administer and it takes about 10 to 15 minutes to complete. Its face validity was tested 
by a study done by the developer of the instrument as well as by another study Joyce, 
Leese and Szmukler (2000). These researchers concluded that when they re-examined 
the ECI’s relationship to a range of relevant variables in a further independent 
population to re-test and refine its construct validity, the measure behaved as 
predicted, concluding that the ECI is likely to be a useful tool for further research on 
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carers of patients with serious mental disorders. Further validation was carried out in 
the first phase of this study through the test retest of the instrument.
The ECI was selected as one of the instruments in this study because it is 
different from most of the other instruments which were based on “burden”. The ECI 
would then complement one of the ‘burden ‘ instruments to be used concomitantly in 
this study, namely the Burden Assessment Scale. A recent review of  21 instruments 
on caregiving measures, some of which are unpublished (Schene, Tessler and 
Gamache 1994) indicated that burden still remained the core. In the ECI, burden as 
the basis of a caregiver measure was abandoned. Instead, it was developed as a 
measure of appraisal, which covers also the positive aspects of caregiving.
Burden Assessment Scale (BAS)
The Burden Assessment Scale (BAS) was chosen over the other burden 
instruments because it is a relatively short with only 19 questions, which would only 
take about 5 minutes to answer. It can be administered as a personal interview and as 
a self-administered questionnaire. A six-month time frame is recommended which 
contrasts with the 4 weeks used in most of the other instruments. This longer time 
frame makes this instrument a better choice over the others. The internal reliability of 
the this scale was realized in the two studies by the authors where the estimated 
Cronbach’s alpha for internal reliability (Cronbach 1951) was found to be similar. The 
validity of the scale was also established in the same two studies by the authors who 
predicted a higher level of burden for the group in the studies that did not seek mental 
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health services. The data supported the prediction allowing the authors to conclude the 
validity of the instrument.
The BAS is appropriate for use with a variety of family members of the 
severely mentally ill, including but not limited to primary caregivers. Psychometric 
information is available. Factor analysis by the developer has identified five factors 
namely: disrupted activities, personal distress, time perspective, guilt and basic social 
functioning.
The BAS developed by Reinhard, Gubman, Horwitz and Minsky in 1994 
contains 19 items that capture both the objective and subjective consequences of 
providing ongoing care to the severely mentally ill. The scale distinguishes burden 
from the measurement of the ill relative’s disruptive behaviour and the family’s 
caregiving activities. These are viewed as predictors rather than aspects of burden.
Of the 19 items, ten items assess the extent to which primary caregivers 
experience objective burden because of their caregiving responsibilities. Objective 
burden items refer to the potentially observable behavioural effects of caregiving 
(Platt, 1985) in several areas including financial problems, limitation on personal 
activities, household disruptions and social interactions. Items measuring financial 
distress (item 1) and disruptions in household routines (item 6) are  based on the work 
of Test and Stein 1980. Four items (items 2 to 5) operationalize limitation on personal 
activity: like missing days at work or school (Grad and Sainsbury 1963; Test and 
Stein 1980); reduced leisure time (Platt, Weyman and Hirsch 1983) and changes in 
personal plans (Robinson1983; Test and Stein 1980). Finally four items (items 7 to 
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10) assess potential negative effects on social interactions including neglecting friends 
(Platt, Weyman and Hirsch, 1983) or other family members (Freeman and Simmons 
1963) and friction within the family (Platt, Weyman and Hirsch et al. 1983) or with 
persons outside the home boundaries (Grad and Sainsbury 1968).
Nine items measure several aspects of subjective burden including the 
feelings, attitudes and emotions expressed about the caregiving experience (Platt 
1985). Areas of subjective burden include shame, stigma, guilt, resentment, grief and 
worry.
Translation & cultural adaptation of the ECI and BAS
The Chinese versions of the ECI and BAS were developed using forward and 
back translation procedures (Guillemin, Bombardier and Beaton 1993). Usually two 
or more translators are needed to translate the source instruments independently into a 
targeted language (Guillemin, Bombardier and Beaton 1993). It is necessary to 
develop at least two forward translations as this allows for detecting 
misinterpretations of the source instrument and avoiding personal idiosyncrasies in 
translations through the process of reconciling individual translations to make a 
consensus on forward translation.
For back translations, at least another two translators independently need to 
back translate the consensus on forward translation into source language. In this 
study, the back translators were native speakers of the source language and also well 
versed in the target language. Back translation is a good way to detect 
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misunderstanding and failure in cultural adaptation in the forward translation as such 
problems are likely to be amplified in back translations ( Guilleman, Bombardier and 
Beaton 1993)
A review of the back translation was conducted. Back translations were then 
reviewed against the source instrument to identify discrepancies. This step is very 
important to ensure conceptual equivalence between the source instrument and target 
translation. After the review, revisions were made to forward translation to improve 
clarity or precision. The final translation was used for pilot testing.
A newly designed instrument or an instrument to be used for the first time in a 
culturally different sample needed to be administered to a small group of targeted 
respondents before formal validation studies. This is known as pilot testing. Pilot 
testing was conducted by first getting the respondents to complete the instruments and 
then interviewing them with structured questions such as what the items mean to 
them. The purpose of pilot testing is to examine the coverage, relevance and 
understandability of the new instrument. Feedback from the respondents may help to 
improve the translated instrument.
In this study, for the forward translation, one bilingual researcher and one 
bilingual Medical Social Worker independently forward translated the ECI and the 
BAS from English to Chinese. These two forward translators then reconciled the 2 
Chinese versions into a consensus Chinese version which was then put into the back 
translation process. Here another bilingual researcher and another Medical Social 
Worker who is bilingual independently translated the Chinese version back into 
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English resulting in two back translated versions which were compared with one 
another and with the original ECI and BAS to check for conceptual equivalence. 
Problematic wording in the consensus Chinese version identified through the process 
was revised until satisfactory conceptual equivalence was achieved. The final Chinese 
ECI and BAS were then proof read by yet another bilingual researcher and were pilot 
tested using a convenient sample of local Chinese speaking caregivers of patients 
suffering from schizophrenia.
The English versions of the ECI and BAS were reviewed and found not to 
require any  adaptation and were thus used in this study in their original form. Pilot 
testing was also done on a convenient sample of English speaking caregivers.
The Chinese version of the GHQ-28 was already available and had been used 
in other local studies ( Fones, Kua, Ng and Ko 1998).
Assumptions for cross cultural adaptation
There are three fundamental assumptions for cross cultural adaptation of 
instruments. The first is the generalizability of the instrument construct to other socio 
cultural groups other than that where the instrument was developed ( Anderson et al. 
1996). This means that the construct of an instrument for a specific culture can be 
applicable to a targeted culture. The second assumption  is the generalizability of the 
indicators. That is, the construct or the dimensions of the instrument can be measured 
by a common set of items. Simply put, the items derived from one culture function 
just as well in other cultures. The third or final assumption is the generalizability of 
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scaling. That is, the way the respondents’ response to the instrument is the same 
across cultures so that the scores measured by the instrument should be the same for 
the respondents with the same burden or experience of caregiving but from different 
cultures.
Theoretically, these assumptions should be checked when an instrument is 
adapted for use in a different culture, as culture may invalidate any of the three 
assumptions that are required for cross cultural comparisons. Thus culturally adapted 
instruments need to be validated before formal usage.
Validation
The validation process was to determine psychometric properties of the 
instrument, mainly, whether that instrument measured what it was supposed  to 
measure ( i.e. construct validity) and in a way it was designed to measure (i.e. 
reliability and responsiveness). When using an instrument that had been developed in 
a western country, it is necessary to validate that instrument using subjects from the 
targeted country. For the validation of the instruments used in this study, namely the 
Burden Assessment Scale (BAS) and the Experience of Caregiving Inventory (ECI), 
the validity, reliability and the responsiveness of these two instruments would be 
assessed. ( Refer to Chapter 4 on Validation of the instruments).
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Validity
Validity referred to the degree to which an instrument measured what it was 
supposed to measure (Fayers and Machin, 2000). Assessing the validity of the 
instrument usually involved collecting different types of evidence to evaluate the 
degree to which the instrument measured what it was supposed to measure. The more 
important facets of validity included content validity, face validity and construct 
validity
Content validity referred to the degree to which an instrument’s contents 
(which are found in the items in the questionnaire) were representative and relevant.
Face validity referred to the degree to which items of an instrument appeared 
to address the intended topics clearly and unambiguously ‘in the face’ (Fayers and 
Machin 2000). Face validity would be similar to content validity to some extent and 
sometimes could be considered to be a facet of the latter. Both types of validity should 
be assessed by seeking the opinions of experts ( in this instance, social workers, 
psychologists and psychiatrists) and the relevant subjects, namely the caregivers. 
Qualitative methods like focus groups and interviews with open questions were 
generally used to assess these types of validity. One difference between content and 
face validity would be that face validity was usually assessed after an instrument had 
been developed while content validity may be assessed in the course of instrument 
development (Fayers and Machin, 2000). Both the developers of the Experience of 
Caregiving Inventory (ECI) and the Burden Assessment Scale had used these methods 
58
to establish content and face validity as mentioned earlier in the discussion on the 
instruments.
Construct validity referred to the degree to which an instrument measured the 
construct it had been designed to measure (Fayers and Machin, 2000). Construct 
validity could be considered the most important type of validity in an instrument. 
Since burden and experience of caregiving were constructs that could not be measured 
directly, this study decided to use the GHQ-28 as the “gold standard” for assessment 
purpose. Incidentally, construct validity could also be assessed by first setting a 
hypothesis about how an instrument should ‘behave’ and then collecting data to test 
these a-priori hypotheses (Hays, Anderson and Reise 1998). Positive findings (i.e. 
showing that these a-priori hypotheses are present) would support the construct 
validity of an instrument. As construct validation is an on-going process of 
accumulating evidence (Fayers and Machin, 2000), the more evidence collected, the 
more confident we would be about the construct validity of an instrument.
Reliability
Reliability referred to the degree to which an instrument yielded reproducible 
or consistent scores each time it was administered ( Hays, Anderson and Reise, 1998). 
Reliability and validity are two different though related concepts. A valid instrument 
may not be able to produce stable scores when it is administered repeatedly, on the 
other hand, a reliable instrument may consistently measure something other than the 
intended construct. Therefore it would always be important to assess both validity and 
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reliability in validation. Test-retest reliability and internal consistency reliability 
would be the two types of reliability that were often assessed in validation studies.
Test-retest reliability
Test- retest reliability referred to the degree to which an instrument yielded 
repeated scores if it was administered at different points in time to subjects. To assess
test-retest reliability, investigators needed to administer an instrument to a group of 
respondents two or more times and then assessed the agreement of scores for 
individual respondents. It is also important that the test-retest period be long enough 
for respondents not to recall their answers. Therefore the length of test retest period 
needed to be carefully selected. Test-retest reliability statistics included the intra-class 
correlation coefficient (ICC) for continuous data (Fayers and Machin 2000). For the 
purpose of interpretation, a scale with an ICC value of above 0.7 would be acceptable 
for conducting group comparisons (Nunnally and Bernstein 1994).
Internal consistency reliability
Internal consistency reliability referred to the degree to which the items of a 
scale are interrelated ( Fayers and Machin 2000). As the definition suggested, internal 
consistency reliability only applied to scales consisting of multiple items. Internal 
consistency reliability measures included Cronbach’s alpha, split-half reliability, 
average inter-item correlations and average item total correlation. Among these, 
Cronbach’s alpha is the most frequently used (Fayers and Machin 2000). As Cronbach 
alpha could be calculated using data from cross sectional studies, it is usually reported 
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in validation studies as an estimate of test retest reliability of study instruments. For 
the purpose of interpretation, Cronbach’s alpha coefficients above 0.7 were generally 
regarded as acceptable for conducting group comparisons (Nunnally and Bernstein 
1994).
Responsiveness
Responsiveness referred to the ability of an instrument to detect changes in 
individual respondents over time. Different from sensitivity, responsiveness is the 
sensitivity to change in longitudinal studies. In order to assess responsiveness, 
investigators would need to administer an instrument two or more times at different 
points of time. There are several responsiveness measures but none of them could be 
considered a “gold standard” (Beaton, Hogg-Johnson and Bombardier 1997). For this 
study, Cohen’s Effect size (ES) (Cohen 1988) had been used to measure 
responsiveness.
Of the four properties for validation studies, validity and reliability are 
fundamental. These and responsiveness would be addressed in this Validation Chapter 
(Chapter 4). The other property, sensitivity is not so relevant because of the 
homogeneous nature of the subjects and the attribute to be measured is the same.
Study Design
A bilingual Medical Social Worker surveyed a consecutive sample of 
outpatients suffering from schizophrenia together with their primary caregivers during 
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the patients routine clinical visits to the Institute of Mental Health. The caregivers 
were surveyed twice. The inclusion criteria were:
1) outpatients with a diagnosis of schizophrenia and their primary caregivers
2) they must be willing to give consent to participate in the study
3) they must have the ability to communicate in English or Chinese
4) they must have the ability to cope with the interviews
In the baseline survey, the ECI, BAS and GHQ-28 were self or interview 
administered to each of the subjects. The subjects were encouraged to complete the 
questionnaire themselves. For those who preferred being interviewed, the Medical 
Social Worker read out the questionnaire to these subjects who selected their 
preferred interview language. Each subject was also interviewed using the self 
developed interview form for both the caregiver and the patient to capture 
demographic variables, social economic status, presence of co-morbid medical 
conditions and costing package of the illness. For the patients, a symptom checklist 
was included in the interview.
In the follow-up interview about 3 to 4 weeks later (between 20 to 25 days), 
the ECI, BAS and GHQ-28 were administered in the same way as the baseline survey. 
All the materials used, that is the questionnaire and consent form were prepared in 
identical English and Chinese versions and the subjects used either the English or 
Chinese version at their choice.
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Statistical Analysis
The GHQ-28, ECI and BAS scores were calculated using recommended 
methods (Goldberg and Williams 1988; Szmukler et al. 1996;  Reinhard, Gubman,  
Horwitz and Minsky 1994).
Data from the English and Chinese versions of the GHQ-28, the ECI and the 
BAS were separately analyzed using the SPSS for Windows (version 11.5) to examine 
the scoring assumptions for the ECI and construct validity, reliability and 
responsiveness of both the ECI and the BAS. The English and Chinese versions were 
validated separately. The details on the validation of the ECI and BAS will be 
presented in Chapter Four.
For mean comparisons, both independent two sample t-tests and one sample t-
tests were used. For comparing percentages, chi-square tests were used. A 
significance level of 0.05 was used.
Chapter Six will present the factors that influence the caregiving experience 
and the burden of care. In this chapter, multiple linear repression analysis with 
stepwise methods were used to identify factors that predict experience measured by 
the ECI and burden measured by the BAS. 
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Sample
The sampling frame was based on the entire cohort of outpatients with a 
diagnosis of schizophrenia as diagnosed by the doctor, using the International Code of 
Diagnosis, version 10 (ICD-10). These patients were attending the Institute of Mental 
Health’s Specialist Clinic for treatment. A consecutive sample of 200 such outpatients 
and their primary caregivers were surveyed when they met the inclusion criteria spelt 
out earlier. 
Strengths and Limitations
To overcome many of the limitations seen in previous studies addressing the 
topic, this study took into account several considerations to minimize the limitations.
One consideration was that this study chose the instruments to be used carefully, 
using a ‘gold standard’ instrument like the General Health Questionnaire (GHQ-28) 
and validating the other two instruments before using them in the study. This is to 
ensure that the instruments used are applicable to the target population in terms of 
validity and reliability.
Because of the problematic definition of the burden concept, this study 
attempted to look at the concept from a broader perspective that covered not only the 
usual subjective and objective burden but also the psychological distress and the 
experience of caregiving which covers both the negative and positive aspects of 
caregiving.
64
The translating of the instruments into another language (Chinese) was also 
done in accordance with acceptable standards. By using the instruments in another 
language other than English, the research was able to reach out to a wider base of 
subjects which will be more representative of the population to be studied. The 
homogeneity of the sample that is only the primary caregivers of patients with 
schizophrenia who live with the patients were included in the study was intended to 
make the study more specific. The large sample size of almost 200 subjects was the 
other strength of the study.
Nevertheless, there were still limitations to the study. Firstly, it is a cross 
sectional study which captured burden and experience of caregiving as well as 
psychological distress over a short period of time, that is, a 3-month frame. A cross 
sectional study does not allow one to see how burden varies over time, it yielded a 
single measure of burden, experience and psychological distress at one point in time.
This was also a single centre study, although IMH is the main psychiatric 
facility in Singapore and attends to the majority of the schizophrenic patients. This 
hospital is also a public hospital, thus catering to perhaps a different group of patients 
than the small wards in the private or general hospitals.
The subjects were from a convenient sample rather than a random sample. 
They were also those who were willing to participate in the study so a degree of 
cooperation was present omitting those who were unwilling to participate. The 
numbers of caregivers who were unwilling to participate in the study was very small, 
less than 5 %.
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Another limitation was the two different modes of data collection. Some of the 
subjects were interviewed and others were self administered where the instruments 
were concerned. This was because some of the caregivers being of the older age group 
were not literate enough to be able to self administer the questionnaire and it is 
important to include this group of older and less educated caregivers.
The heterogeneity of the caregivers who were from the different ethnic groups 
and of varying ages was another limitation.
For future studies of the same kind, if logistically possible, a multi- centred 
approach will certainly result in the findings being more generalizable if subjects are 
recruited from several centres. Also a longitudinal study may be able to examine the 
caregiving experience and burden over time to present a more accurate picture. Future 
studies may also want to use a more randomized sample rather than a convenient 
sample. There will always be a pool of the less literate caregivers who will not be able 
to self administer the questionnaire, so for standardization purpose perhaps even the 
well educated subjects can also be interviewed even though they are literate enough to 
self administer. To address the problem of heterogeneity, future research may also 
want to study each different ethnic group on its own and then combine and compare 
the results.
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CHAPTER FOUR :VALIDATION OF THE EXPERIENCE OF CAREGIVING 
INVENTORY AND THE BURDEN ASSESSMENT SCALE IN SINGAPORE 
CAREGIVERS OF PATIENTS WITH SCHIZOPHRENIA
Introduction
Before we can embark on determining the extent of the burden on the 
caregivers, it is necessary to have in place reliable and valid instruments to measure 
the burden. For better accuracy in measurement and to present a clearer picture, the 
use of disease specific instruments are preferred over generic instruments. Unlike 
generic instruments, disease specific instruments are designed for a particular disease 
and are therefore potentially more sensitive and responsive. 
The two scales selected, the Experience of Caregiving Inventory (ECI) and the 
Burden Assessment Scale (BAS) are designed for caregivers of severe mental 
disorders including schizophrenia so there is little doubt about their efficacy. Both the 
ECI and the BAS are measures of the same interest. Although there are several scales 
available for use in measuring the burden of care in caregivers of severe psychiatric 
illness, the BAS is selected because it is brief and effective, with only 19 questions 
making it quick and easy to administer, taking no more than 5 minutes. The ECI on 
the other hand is selected because it being a more recently developed instrument has 
moved away from the traditional burden concept and sets out to measure instead, the 
caregiving experience. This experience encompasses the negative aspects which are 
the burdens but also looks at the positive aspects of caregiving which were not 
considered in the earlier burden scales. This makes the ECI a more useful scale in that 
it is not limited to burden but also able to capture the positive aspects of caregiving.
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Both scales however have been developed and validated in western countries. 
There is in Singapore no validated scale for assessing the burden of caregivers for 
patients with schizophrenia. 
Although both the ECI and the BAS have demonstrated validity and reliability 
in the western countries where they were developed, their utility needs to be 
established in Singapore, which is a multi ethnic and multi lingual Southeast Asian 
country with much western influence. This is because instruments developed in one 
country are not necessarily applicable in another country and cross culturally. This is 
particularly germane for schizophrenia and other mental illnesses where cultural 
factors have to be taken into consideration. An absence of any validated disease 
specific measure for caregivers of schizophrenia necessitates this study for the 
validation of these two instruments.
The purpose of this part of the study was thus to assess the utility of the ECI 
and the BAS in Singapore. The aim was to examine the validity (including scoring 
assumptions), reliability and responsiveness of the English versions that are fully 
adapted and the Chinese versions that are translated from the original ECI and BAS. 
The study was also intended to examine how comparable the English and the Chinese 
versions are in terms of their psychometric properties. Their comparability would 
determine whether it would be possible to pool data for analysis in other studies when 
both language versions are used.
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Methods /Study Design/Instruments
The methodology and study design and the instruments used in this part of the 
study had been presented in the earlier Chapter Three on Research Methodology.
Statistical Analysis
The ECI, BAS and GHQ scores were calculated using recommended methods 
(Szmukler et al, 1996; Reinhard, Gubman, Horwitz and Minsky 1994 and Goldberg 
and Williams 1988 ). Data from the English and Chinese versions of the ECI, BAS 
and GHQ- 28 were analyzed separately using SPSS for windows (version 11.5) to 
examine scoring assumption for the ECI and construct validity, reliability and 
responsiveness of both the ECI and BAS. The English and Chinese versions were 
validated separately.
For scoring assumption of the ECI, we examined the item scale correlation. 
Item scale correlation ( i.e, the correlation between an item and its hypothesized scale 
which is calculated without using the item) was used to examine the internal 
consistency for each item (Ware and Gandek 1998). To examine the scoring 
assumption, we use 0.4 as the criteria, scores at 0.4 or higher would be deemed as 
satisfactory. (Ware and Gandek 1998)
The construct validity of the ECI and BAS was investigated by examining the 
correlations between the two instruments’ scores (ECI and BAS) and the GHQ-28 
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(used as the gold standard measure) and then checking the correlations against the 
hypotheses which are mainly based on the literature. The hypotheses are:
1. that the ECI and the BAS would have to be at least moderately correlated in 
terms of total scores  because the constructs that both scales measure are 
somewhat similar, here we refer to the ECI total negative scores
2. that the ECI (total negative scores) and GHQ-28 would be correlated at least 
moderately ( Szmukler et al. 1996)
3. that the BAS and GHQ-28 would be correlated because caregiver burden will 
affect psychological health. ( Tennakoon et al. 2000;  Schene 1990)                                          
Spearman’s rank correlation coefficient (rho) is used in the correlation. As 
recommended in the literature, we defined a rho value of 0.5 for strong correlation,  
0.35 for moderate correlation and 0.2 for a weak correlation. ( Juniper, Gordon and 
Roman 1996 ).
The reliability of the scales was assessed by examining the internal 
consistency reliability and test retest reliability. The internal consistency reliability 
was assessed using Cronbach’s alpha ( Fayers and Machin 2000) for baseline data. 
Test retest reliability was assessed using single measure interclass correlation 
coefficient (ICC) (Hays, Morales and Reise 2000). A score of 0.7 in the criteria used 
for satisfactory reliability for group comparisons (Nunnally and Bernstein 1994). For 
test retest reliability, only those caregivers who reported no change in their caregiving 
were included.
Finally, the responsiveness of the ECI and the BAS was assessed. To assess 
the responsiveness, only the responses of those caregivers who reported improvement 
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of caregiving burden were considered. This is because those with worsened 
caregiving burden were a very small number. The statistics used were paired t test and 
the Cohen’s effect size (ES). Cohen ‘s effect size is defined as the difference between 
baseline and follow up means score divided by the standard deviation of the baseline. 
(Cohen 1988). The values of 0.2, 0.5 and 0.8 or greater were used to represent small, 
moderate or large magnitude of responsiveness respectively (Husted et al. 2000).
Results of the Analysis of Data on Validation of Instruments
A total of 199 caregivers of patients with schizophrenia completed the baseline 
questionnaires and interviews. Of these 124 completed the English version while 75 
completed the Chinese version.  For the follow up survey there were 121 respondents.  
The characteristics of the caregivers can be found in the chapter on the confirmation 
of burden ( Chapter Five).
The rate of missing data was less than 0.1% throughout. The scores for the 
missing responses were calculated without using the items with the missing response.
Experience of Caregiving Inventory (ECI) 
English ECI
Distributional characteristics of the ECI scores for the English version are 
shown in Table 4.1.
71
Table 4.1
Score distribution of ECI and BAS scales baseline: English / Chinese Version
No of Floor / Ceiling Effect % Cronbach Alpha
Items English Chinese English Chinese
ECI n = 124 n = 75 n = 124 n = 75
Difficult behaviours 8 2.6 / 0.9 6.3 / 1.6 0.92 0.93
Negative symptoms 6 7.0 / 1.7 9.4 / 0 0.91 0.85
Stigma 5 4.3 / 0.9 7.8 / 0 0.81 0.84
Problem with services 8 1.7 / 0 3.1 / 0 0.77 0.73
Effects of family 7 1.7 / 0 4.7 / 0 0.76 0.77
Need to backup 6 0.9 / 0 1.6 / 1.6 0.70 0.60
Dependency 5 0 / 0 3.1 / 1.6 0.74 0.82
Loss 7 0 / 0 3.1 / 0 0.72 0.62
Positive personal experiences 8 0 / 1.7 1.6 / 3.1 0.84 0.82
Good aspects of relationship 6 0 / 1.9 1.6 / 1.6 0.78 0.78
Negative total 52 0 / 0 1.6 / 0 - -
Positive total 14 0 / 0.9 1.6 / 0 - -
BAS-total 19 0 / 0 3.1 / 0 0.93 0.92
No subjects achieved the maximum score of 100 points (ceiling effect) for 5 of 
the 10 scales. For floor effects, no subjects returned 0 points for 4 out of the 10 scales. 
The percentage of the other remaining scales for floor/ceiling was less than 10% 
(which is the acceptable percentage) throughout, with the highest at 7.0/1.7 for the 
scale on Negative symptoms.
The Cronbach’s alpha was all above 0.7 for all the scales in the English 
version of the ECI. The value of 0.7 is the cut off for reliability for group comparison, 
thus determining the internal consistency and reliability of the instrument ( Refer to 
Table 4.1).
The recommended value for scoring assumption (item scale correlation) of the 
ECI is 0.4. 86% or 57 items out of 66 items had a value of 0.4 or above. Of the 
remaining 9 items, 7 items had a value of 0.34 or higher and that is very close to the 
recommended value of 0.4. Refer to Table 4.2.
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53 Moody 0.68 0.71
54 Unpredictable 0.72 0.71
61 Irritable 0.66 0.78
62 Inconsiderate 0.68 0.80
63 Behaving in a reckless way 0.79 0.71
64 Suspicious 0.69 0.65
65 Embarrassing in appearance 0.64 0.59
66 Behaving in a strange way 0.76 0.75
NEGATIVE SYMPTOMS
55 Withdrawn 0.74 0.78
56 Uncommunicative 0.74 0.57
57 Not interested 0.73 0.77
58 Slow at doing things 0.72 0.73
59 Unreliable about doing things 0.76 0.69
60 Indecisive 0.67 0.76
STIGMA
1 Covering up his illness 0.72 0.58
2 Feeling unable to tell anyone about his illness 0.67 0.73
27 Feeling unable to have visitors at home 0.40 0.45
38 The stigma of hiving a mentally ill relative 0.54 0.69
39 How to explain his illness to others 0.64 0.64
PROBLEMS WITH SERVICES
10 How mental health professionals do not take you 
seriously
0.43 0.13
16 Dealing with psychiatrists 0.48 0.53
26 How to deal with mental health professionals 0.46 0.48
36 How health professionals do not understand your 
situation
0.37 0.33
42 How to make complaints about his care 0.39 0.21
50 Finding out how hospitals or mental health services 
work
0.56 0.61
51 Doctors’ knowledge of services available 0.57 0.53
52 Difficulty getting information about his illness 0.34 0.43
EFFECTS ON FAMILY
21 How family members do not understand your situation 0.48 0.43
28 How he gets on with other family members 0.34 0.29
30 How family members do not understand the illness 0.54 0.50
40 Others leaving home because of the effects of the 
illness
0.48 0.54
46 The effects of the illness on children in the family 0.44 0.43
47 The illness causing a family break-up 0.43 0.49
49 How his illness affects special family events 0.47 0.53
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3 Has difficulty looking after money 0.52 0.42
4 Having to support him 0.72 0.16
15 The effect on your finances 0.49 0.33
29 Backing him up when he runs out of money 0.46 0.54
41 Setting him up in accommodation 0.34 0.14
48 Him keeping bad company 0.21 0.14
DEPENDENCY
9 Unable to do the things you want 0.46 0.48
11 His dependence on you 0.51 0.67
12 Helping him to fill in the day 0.60 0.59
17 He’s always at the back of your mind 0.43 0.63
45 Feel unable to leave him home alone 0.56 0.65
LOSS
5 What sort of life he might have had 0.46 0.22
6 His risk of committing suicide 0.51 0.36
18 Whether you have done something to make him ill 0.28 0.02
24 He thinks a lot about death 0.50 0.56
25 His lost opportunities 0.37 0.29
31 How he attempts to harm himself 0.42 0.33
37 Whether he will ever get well 0.39 0.22
POSITIVE PERSONAL EXPERIENCES
7 I have learnt more about myself 0.63 0.48
8 I have contributed to others’ understanding of the illness 0.52 0.53
20 I have become more confident dealing with others 0.62 0.58
23 I have become more understanding of others with problems 0.53 0.56
32 I have become closer to some of my family 0.50 0.59
33 I have become closer to my friends 0.35 0.45
43 I have met helpful people 0.52 0.42
44 I have discovered strengths in myself 0.51 0.43
GOOD ASPECTS OF RELATIONSHIP
13 I have contributed to his well-being 0.50 0.39
14 He makes a valuable contribution to the household 0.42 0.54
19 He has shown strengths coping with his illness 0.48 0.38
22 He is good company 0.52 0.58
34 I share some of his interests 0.60 0.72
35 I feel useful in my relationship with him 0.56 0.44
Only 2 items had low values at 0.28 and 0.21. They were an item in the scale for 
‘Loss’ – “whether you have done something to make him ill” and an item in the ‘Need 
to back up’ scale – “Him keeping bad company”. With 97% of the items meeting the 
recommended value, the validity of the English version of the ECI can be established.
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For construct validity, correlations between this version of the ECI with the 
GHQ –28 and BAS were examined. Looking at Table 4.3, the results showed weak to 
moderate correlations with the GHQ –28  at values ranging from 0.19 to 0.49.  The 
correlation with the BAS was seen to be stronger, from moderate to strong at values 
0.23 to 0.52. 
Table 4.3
Correlations between ECI, BAS, and GHO-28 scores 
GHO-28 total BAS total
English Chinese English Chinese
ECI
Difficult behaviours 0.27** 0.36** 0.51*** 0.46***
Negative symptoms 0.16 0.23 0.41*** 0.42***
Stigma 0.39*** 0.27* 0.30** 0.28*
Problem with services 0.19* 0.29* 0.26** 0.26*
Effects of family 0.36*** 0.43*** 0.49*** 0.49***
Need to backup 0.48*** 0.42*** 0.38*** 0.46***
Dependency 0.49*** 0.44*** 0.36*** 0.59***
Loss 0.36*** 0.34** 0.23* 0.27*
Positive personal experiences 0.23* -0.03 -0.05 0.17
Good aspects of relationship 0.19* -0.09 0.03 0.06
Negative total 0.44*** 0.45*** 0.52*** 0.55***
Positive total 0.24** -0.07 0 0.11
BAS-total 0.51*** 0.57*** - -
* p < 0.05, ** p < 0.01, *** p < 0.001 (Spearman’s rho)
For the test retest reliability of the English version of the ECI, refer to Table 
4.4. The ICC values range from 0.58 to 0.81 with most of the values above the 
recommended 0.7 except four scales that had values less than 0.7. Of the four, 3 had 
values over 0.6 near enough to the recommended value.
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Difficult behaviours 11.6 (6.1) 10.2 (7.5) -1.4 0.056 0.76
Negative symptoms 10.5 (5.4) 9.5 (5.7) -1.0 0.213 0.61
Stigma 6.6 (4.4) 6.5 (4.3) -0.1 0.770 0.73
Problem with services 10.9 (5.5) 10.1 (6.1) -0.8 0.155 0.80
Effects of family 7.8 (4.5) 6.9 (5.4) -0.9 0.161 0.67
Need to backup 10.1 (4.5) 9.9 (5.0) -0.2 0.716 0.74
Dependency 9.7 (3.8) 9.3 (4.8) -0.4 0.415 0.78
Loss 9.5 (4.8) 9.7 (5.2) 0.2 0.684 0.81
Positive personal experiences 17.0 (5.7) 15.5 (6.9) -1.5 0.072 0.67
Good aspects of relationship 11.6 (4.2) 11.4 (5.2) -0.2 0.800 0.58
Negative total 76.7 (29.0) 72.0 (36.7) -4.7 0.122 0.84
Positive total 28.6 (9.3) 26.9 (11.5) -1.7 0.196 0.70
BAS-total 17.4 (11.6) 14.4 (10.7) -3.0 0.006 0.82
* Difference = follow-up – baseline
 Paired t-test
ICC = intra class correlation coefficient
For the responsiveness of the ECI English version, there were 23 caregivers 
who reported improvements in caregiving burdens. Refer to Table 4.5. The effect size 
here was mainly in the moderate range for most of the scales with values from 0.4 to 
0.6. There was only one scale that had a value of less than 0.2. Generally the p value 
and the effect size appeared consistent with the small p value corresponding to a 
larger Cohen’s d effect size.
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Difficult behaviours 10.4 (8.3) 7.0 (5.4) -3.4 0.019 0.4
Negative symptoms 9.1 (6.5) 6.9 (5.2) -2.2 0.060 0.3
Stigma 7.2 (5.6) 5.9 (4.1) -1.3 0.127 0.2
Problem with services 8.8 (4.9) 9.2 (4.7) 0.4 0.683 0.1
Effects of family 8.9 (5.3) 5.9 (4.6) -3.0 0.001 0.6
Need to backup 11.0 (4.4) 8.5 (4.2) -2.5 0.009 0.6
Dependency 10.0 (4.6) 7.8 (4.5) -2.2 0.002 0.5
Loss 11.5 (5.5) 8.2 (5.4) -3.3 0.001 0.6
Positive personal experiences 18.8 (5.7) 16.8 (6.1) -2.0 0.142 0.4
Good aspects of relationship 13.6 (4.8) 11.8 (4.6) -1.8 0.109 0.4
ECI Negative total 77.0 (35.2) 59.3 (31.4) -17.7 0.001 0.5
ECI Positive total 32.4 (9.9) 28.7 (10.4) -3.8 0.101 0.5
BAS-total 19.9 (13.0) 11.5 (8.8) -8.4 0.001 0.6
* Difference = follow-up – baseline 
 Paired t-test
Chinese ECI
The Chinese version produced almost similar results (refer Table 4.1). No 
subjects achieved the maximum score of 100 points for 5 of the 10 scales. For the 
remaining 5 scales, the ceiling effects were low from between 1.6% to 3.1%. For the 
floor effects the range was from 1.6% to 9.4% all less than the acceptable maximum 
of 10% for all items just like the English version. 
In examining the correlations between the Chinese version of ECI with the 
GHQ-28 and BAS (Table 4.3) for construct validity, the results were just as good.  
The results showed a weak to moderate correlation with the GHQ-28 at values of 0.23 
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to 0.45. Its correlation with the BAS was from moderate to strong with the values 
from 0.26 to 0.59.
For the item scale correlation, the scoring assumption is the same as the 
English version with 0.4 as the recommended value. Here in the Chinese version, 
there were 50 out of the 66 items that had a value above 0.4, these items were similar 
to those of the English version.  Of the 16 items that had values less than 0.4, five had 
values above 0.3 that can be considered close enough. All in all only about 16% of the 
items fell short of the recommended value. These items were in the ‘Loss’ and ‘Need 
to back up’ scales, consistent with that of the English version.
The Cronbach’s alpha for the Chinese version of the ECI was also above 0.7 
for all except 2 scales: Need for back up and Loss at values of 0.60 and 0.62 
respectively. These two values can be considered acceptable as they were close to   
the recommended value of  0.7. (Refer Table 4.1).
For the test retest reliability of the Chinese ECI, there were 32 caregivers who 
reported no change in caregiving burden and were considered for analysis. Refer 
Table 4.6. The ICC values were mostly between 0.5 and 0.6.
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Difficult behaviours 13.3 (8.4) 13.9 (8.5) 0.6 0.640 0.638
Negative symptoms 11.1 (6.1) 12.1 (6.1) 1.0 0.331 0.61
Stigma 7.4 (4.8) 6.9 (4.1) -0.5 0.544 0.40
Problem with services 10.8 (4.8) 11.1 (4.2) 0.3 0.707 0.36
Effects of family 10.2 (5.9) 9.3 (4.7) -0.9 0.312 0.62
Need to backup 12.3 (4.3) 12.8 (4.7) 0.5 0.582 0.44
Dependency 11.6 (4.3) 11.6 (4.4) 0 0.939 0.45
Loss 10.6 (4.5) 9.8 (4.7) -0.8 0.351 0.56
Positive personal experiences 16.3 (5.9) 15.9 (5.0) -0.4 0.735 0.13
Good aspects of relationship 12.1 (4.0) 12.3 (4.1) 0.2 0.714 0.56
ECI Negative total 87.2 (31.6) 87.4 (32.1) 0.2 0.968 0.53
ECI Positive total 28.4 (8.9) 28.2 (8.4) -0.2 0.919 0.29
BAS-total 27.8 (10.1) 26.9 (10.8) -0.9 0.577 0.62
* Difference = follow-up – baseline 
 Paired t-test
ICC = intra class correlation coefficient
For the responsiveness of the Chinese version of the ECI, the results were not 
as good as those of the English version. There were only 4 scales that showed small to 
moderate responsiveness, the effect size of 0.2 to 0.4. (Table 4.7). The sample size 












Difficult behaviours 12.3 (6.4) 11.0 (7.8) -1.3 0.545 0.2
Negative symptoms 9.4 (5.4) 10.7 (6.5) 1.3 0.521 0.2
Stigma 4.7 (4.2) 4.8 (4.8) 0.1 0.907 0
Problem with services 9.1 (5.3) 7.0 (5.8) -2.1 0.220 0.4
Effects of family 7.9 (6.2) 7.5 (6.4) -0.4 0.825 0.1
Need to backup 10.3 (4.5) 9.8 (4.1) -0.5 0.667 0.1
Dependency 9.2 (4.9) 9.0 (4.4) -0.2 0.871 0
Loss 7.8 (4.9) 8.3 (3.4) 0.5 0.680 0.1
Positive personal experiences 17.3 (6.8) 15.3 (3.9) -2.0 0.371 0.3
Good aspects of relationship 12.6 (6.1) 12.4 (4.2) -0.2 0.931 0
ECI Negative total 70.5 (33.9) 68.1 (34.1) -2.4 0.777 0.1
ECI Positive total 29.9 (12.4) 27.8 (7.3) -2.1 0.585 0.2
BAS-total 19.0 (12.8) 17.5 (14.1) -1.5 0.582 0.1
* Difference = follow-up – baseline 
 Paired t-test
Burden Assessment Scale (BAS)
BAS English Version
In the English version of the BAS, no subjects achieved the maximum score of 
100 points or 0 points for the floor/ceiling effects resulting in a floor/ceiling effects 
value of 0/0%.  Refer Table 4.1. 
The construct validity of the English BAS was seen in its correlations with the 
GHQ-28 and the ECI. The results in Table 4.3 showed a strong correlation with the 
GHQ-28. Spearman’s rank correlation coefficient (rho) value of 0.51, p < 0.001. A 
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moderate to strong correlation was seen with the ECI (0.23 to 0.52, p < 0.05 to p < 
0.001).
The Cronbach’s alpha value at 0.93 was well above the recommended value of 
0.7 demonstrating the internal consistency and reliability of the BAS English version.
The test retest reliability, Table 4.4, the ICC value was above the 
recommended value of 0.7 at 0.82.
In Table 4.6, the responsiveness of the English version of the BAS was seen in 
the effect size of 0.6 above the moderate value of 0.5. The effect size was also 
consistent with the p value, a small p value corresponding to a larger Cohen’s d. 
BAS Chinese Version
The Chinese version also saw a satisfactory  floor/ceiling effect . No subjects 
achieved a maximum score of 100 points (ceiling effects), however, 3.1% of subjects 
returned a score of 0 points (floor effects) in Table 4.1.
The construct validity of the Chinese version was also confirmed in the results 
of its correlation to the GHQ-28 and the ECI. There was a strong correlation to the 
GHQ-28 at rho value of 0.57 and a moderate to strong correlation to the ECI (rho 
values from 0.26 – 0.59).
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The Cronbach’s alpha was also high at 0.92 well above the recommended 
value of 0.7 indicating the internal consistency and reliability of this version of the 
BAS.
In the test retest reliability of the Chinese BAS, the ICC value was at 0.62 
quite close to the recommended 0.7 value. (Table 4.5).
For responsiveness, the effect size for the Chinese BAS was small at 0.1. The 
p value was not significant.
Discussion
In this section of the study, we performed cross cultural adaptation and 
investigated the validity, reliability and responsiveness of the Singaporean English 
and Chinese version of the ECI and BAS, both of which are disease specific self 
reporting caregiver assessment scales. We found that both versions of the ECI and 
BAS were generally valid, reliable and responsive in measuring burden and 
experience in caregiving of caregivers of schizophrenic patients. As far as we know, 
these are the first two disease specific burden assessment scales adapted and validated 
for caregivers of patients with schizophrenia in Singapore. This study is the first of its 
kind to look at validating these instruments of measuring the experience of caregiving 
and burden in Singapore. The analyses of the results have been rather positive.
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Experience of Caregiving Inventory (ECI)
According to the results, the psychometric properties of the English version 
was better comparatively than the Chinese version..
The construct validity of the two versions of the ECI was established as seen 
in its correlation with the GHQ-28 and the BAS. The weak to moderate correlations 
were as hypothesized. Its weak to moderate correlations with the GHQ-28 was 
according to that in the literature where the GHQ –28 was also used as a gold standard 
measure to validate the ECI. Its moderate to strong correlation with the BAS was 
indicative that both instruments were measuring the somewhat similar constructs of 
burden and experience of caregiving, especially the negative aspects of the 
experience.
Both the English and Chinese ECI demonstrated properties at item level that 
supported validity of the scales. For most of the items in both the English and Chinese 
versions, the correlation between each item and its hypothesized scale was larger than 
0.4. For those items with values lower than 0.4, the difference was quite close, with 
the values higher than 0.3 supporting the internal consistency and item discriminant 
validity. The items that showed less internal consistency and discriminant validity in 
both versions were in the ‘Loss’ and ‘Need for back up’ scales suggesting that these 
item scales were less valid for the Singaporean population. The reason could possibly 
be cultural as the results were unsatisfactory for both the versions.  For the Chinese 
version, translation and subjects’ poor understanding of the items due to less years of 
education and interviewer’s bias could have resulted in the poorer results in the scale 
‘Problem with services’.
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Both the English and Chinese versions of the ECI showed accepted acceptable 
reliability. The English version had a Cronbach’s alpha value larger than the 
recommended 0.7 for all of its 10 scales. The Chinese version had 8 of its scales with 
values larger than 0.7. The remaining 2 scales had values of 0.61 and 0.62 close 
enough to the recommended value.
In the test retest reliability of the English ECI, the follow up scores were all 
lower and the differences were small, all less than 2 points. The ICC values were 
mostly higher than the cut off value of 0.7. Those values that were lower than the 
recommended value were close enough at higher than 0.6. These favourable ICC 
values suggested acceptable reliability of the English version of the ECI over time for 
group comparisons. (Nunnally and Bernstein 1994).
The results of the test retest reliability of the Chinese version were less 
satisfactory. The difference in the means scores between baseline and follow up 
remained small. The ICC values were all below the recommended value of 0.7, with 
several quite close at 0.6 and above. The reasons could be translation problems and 
the possibility that the Chinese respondents were generally less educated. They were 
rather modest in their response and were less assertive. The indication is the need for 
further study in the Chinese version.
For responsiveness, the English version demonstrated small to moderate range 
of responsiveness from the results. Only one scale has an effect size of less than 0.2. 
Most of the scales were in the moderate range for responsiveness.  The Chinese 
version had 4 out of the 10 scales with small to moderate range of responsiveness. 
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Here the small sample size could be the reason. The indication is once again for the 
need for further study of the Chinese version for responsiveness.
Burden Assessment Scale (BAS)
The construct validity of this instrument was seen in its correlation with the 
other two instruments used, the GHQ-28 and the ECI. Its strong correlation with the 
GHQ-28 confirmed that caregiver burden would affect psychological well being as 
hypothesized. Its correlation with the ECI was also as hypothesized suggesting that 
both instruments are complementary and measure somewhat similar constructs of 
burden and experience of caregiving, especially the negative aspects.
The reliability of both the English and Chinese versions of the BAS was 
evident in the results. The Cronbach’s alpha values for both versions were higher than 
the recommended value of 0.7. These values were similar to the values of other 
studies using the BAS (Reinhard, Gubman, Horwitz and Minsky 1994). 
In the test retest reliability of the BAS, the ICC value was good for the English 
version at 0.82 but not as good for the Chinese version which though lower than the 
recommended was quite close at 0.62.
For responsiveness of the BAS, the results in the English version was an effect 
size of 0.6 in the Cohen’s d. This was indicative of a moderate degree of effect size. 
Just as in the ECI, the Chinese version showed less responsiveness for the same 
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reason of the small sample size. The indication is also for the need of the Chinese 
version to be further studied.
Conclusion
On the whole, it is encouraging to establish that the Singaporean English and 
Chinese versions of the ECI and BAS demonstrated acceptable psychometric 
properties in a number of areas as identified. First the distribution scores for both 
versions of the ECI and BAS were similar. The difference in the means scores of the 
ECI scales of the English and Chinese versions ranged from 0.5 to 3.1. The difference 
in the BAS mean scores was higher. 
Secondly, both versions of the ECI and BAS demonstrated a similar pattern of 
construct validity with the degree of correlation between the ECI, Bas and GHQ-28 
ranging from weak to strong correlation
Thirdly, the two versions of the ECI and BAS were fairly similar in their 
patterns of internal consistency. The test retest reliability was however not as 
satisfactory for the Chinese versions.
Nevertheless, we can conclude that from this study, we found evidence to 
support the validity, reliability and to some extent the responsiveness of both the
English and Chinese versions of the ECI and BAS. This indicates that both 
instruments can be used to realistically measure burden and experience of caregiving 
in Singapore.
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CHAPTER FIVE: FINDINGS IN CAREGIVING BURDEN
Introduction
The adverse consequences of psychiatric disorders for relatives known 
commonly as family or caregiver burden have been studied since the early 1950s for 
different reasons. At first it was to determine the feasibility of discharging patients 
into the community and later to refine the concept of caregiving: its context and its 
underlying structure and more recently to measure burden as an outcome variable in 
programme evaluation and controlled clinical trials.
Burden is often the result of the addition of the caregiving role to already 
existing family roles (Schene 1990). Burden is distinguished into two types: objective 
and subjective. Objective burden as discussed in the earlier chapter ( Chapter One) 
involves the disruption to the family/household due to the individual’s illness and is 
usually observable as in household routines, relationships and finances (Szmukler 
1996). Subjective burden involves the psychological consequences of the individual  
illness for the family as seen in the worries, guilt, stigma and health problems suffered 
( Schene, Tessler and Gamache 1994).
Several scales have been designed to assess the burden of caregivers of 
individuals with chronic mental illness. (Schene 1990; Schene, Tessler and Gamache 
1994). However, it has been argued that the term burden is negative and damaging 
and refutes any positive or rewarding aspects of taking care an “ill” family member 
(Szmukler et al.1996).
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Following up on this problem of defining burden, the issue was addressed by 
the use of a newly developed and validated measure, the Experience of Caregiving 
Inventory ( ECI ). This measure dispenses with the notion of burden and its subjective 
and objective components and instead concerns an appraisal of the total experience 
covering both the negative and the positive experiences. The negative dimensions 
covers the negative impact of the caregiving experience, synonymous to the burden 
impact, while the positive dimensions capture the aspects of caregiving that can be 
perceived as satisfying. In this chapter we focus on the negative experiences which 
contribute to the total burden of care.
The burden and the negative caregiving experience contribute to the distress of 
the caregivers affecting their overall well being, including both physical and 
psychological health ( Maurin and Boyd 1990). The distress of caregiving can in turn 
predispose these caregivers to minor psychiatric morbidity. This morbidity can be 
assessed by the use of the General Health Questionnaire (GHQ-28).
The application of burden measures in routine clinical settings, that is to 
screen for burden, to identify individual family members at risk and to monitor 
changes in burden over time is in its infancy.
Just as elsewhere in the world, in Singapore, our schizophrenic patients also 
live in the community with their caregivers. It is hypothesized that they like other 
caregivers also bore the burden of care, suffer the impact of a negative experience of 
caregiving resulting in psychological distress.  This chapter explored the extent of the 
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burden of these caregivers and the effect that the caregiving had on their 
psychological well-being.
Method
The study design and instruments were discussed in the earlier chapter on 
Research Methodology ( Chapter Three).
The data from this chapter was from a larger study detailed in the earlier 
Chapter Four on Validation of the Experience of Caregiving (ECI) and Burden 
Assessment Scale (BAS). In this chapter only the data from the baseline survey was 
used, both the English and the Chinese versions. Details of the larger study are 
available in the earlier Chapter Four on the Validation of the ECI and BAS.
Statistical Analysis
For the comparison of the difference between the two groups, the English and 
the Chinese groups, chi – square and 2 sample t test were used. For comparison with 
the other available similar studies, one sample t-test had to be used because the 
original data  were not all available, only the total mean scores were available in both 
the studies.
As mentioned earlier, the BAS total and item scores, the ECI total and 
dimension scores and the GHQ-28 total mean scores were calculated using 
recommended methods (Reinhard, Gubman, Horwitz and Minsky 1994; Szmukler et 
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al. 1996; Goldberg and Williams 1988). For the BAS, both total and item scoring was 
used, while for the ECI, we used the total and scale scores. For both the BAS and the 
ECI (using only the total negative scores), the scores between our sample were 
compared with those of other studies using one sample t test. Horwitz and Reinhard ‘s 
1992 and Reinhard’s 1994 studies were used for our comparison of the BAS. 
In the first study, the sample size of 94 were family members of severely 
mentally ill adults participating in a community aftercare programme. In the second 
study, the sample of 94 family members were participants in a new initiative by the 
New Jersey’s Division of Mental Health and Hospitals.  The total mean scores of the 
two studies were compared with the total mean score of our study. For the ECI 
comparison, the results of other previous studies (Treasure et al. 2001 and Martens 
and Addington 2001) were used.  Treasure’s study had a sample of 68 caregivers of 
patients with psychosis. In the Martens & Addington study, the sample was 41 family 
members of patients with schizophrenia and schizo-affective disorders. These were 
patients attending outpatient treatment at the Department of Psychiatry of a general 
hospital. In this sample of 41 caregivers, 26 were women and 15 were men. They 
were mainly parents and their mean age was 51.29 (SD = 9.59). Although in these two 
studies, their sample sizes were small, they  were close enough to the sample type of 
this study in terms of diagnosis and sampling frame.
The item scores for the BAS were examined to identify the dimensions in 
which the caregivers suffer most burden. Similarly, for the ECI, the scale scores were 
examined for the dimensions that were seen as most burdensome for the caregivers. 
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For this purpose, we calculated the item scores for the ECI and standardized the ECI 
scale scores to range from 0 to 100.
In the statistical analysis of the GHQ-28, we identified the subjects with scores 
higher than 5 and compared the percentage with the study by Fones, Kua, Ng & Ko, 
1998,  the cut off value of 5 was established for minor psychiatric morbidity in 
Singapore.
The relationship between the GHQ-28 total scores and the patients and their 
caregivers’ demographic data were examined. The caregivers’ and patients’ age, the 
duration of the illness and the duration of caregiving were treated as continuous 
variables and their correlations with the GHQ-28 scores were examined using 
Spearman’s rank correlation coefficient. In this instance, although the scores look 
continuous, their distribution is not normal. Thus non- parametric correlation 
coefficient like Spearman’s rank correlation is more appropriate than parametric 
correlation coefficient like Pearson’s. The remaining variables, the other 
characteristics of the patients and caregivers were coded into dichotomous variables. 
Difference in GHQ28 scores between subgroups differing in these characteristics 




There were a total of 199 caregivers of outpatients suffering from 
schizophrenia who completed the baseline interview and questionnaire with the GHQ, 
BAS and ECI. The diagnosis of schizophrenia was made by the patient’s attending 
psychiatrist using the ICD-10 criteria (WHO, 1992). The characteristics of the 
caregivers are summarized in Table 5.1.
Of the 199 caregivers, 124 completed the English version of the questionnaire 
and 75 completed the Chinese version. The mean (SD) age of the caregivers was 52.6 
(14.3). More than half, 59.8% were females. The large majority of the caregivers were 
ethnic Chinese (82.4%). The Malays accounted for 9.5%, Indians for 6.5% and Others 
for only 1%.
59.8% were married, 18.6% were single, 14.6% were widowed and only 7% 
were reported to be separated or divorced from their spouses. Less than half of the 
caregivers, 44.2% were employed. Those who were not gainfully employed were 
mainly housewives, 25.1% or retired, 11.1%, leaving only 18.1% who were really 
unemployed in the true sense.
Generally the patients were cared for by their parents which made up almost 
half of the caregivers, 49.8%. More were cared for by siblings, 23.1% than by 
spouses, 16.5%. Only 6% were looked after by their children. This was probably 
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because most of the patients were not married as a result of the illness which generally 
had an onset at a young age. Also, if they had been married, there is a good chance of 
the marriage ending in a divorce with the well spouse having custody of the children 
if any and severing ties with the patient.
Nearly half of the caregivers had up to secondary education, 48.3% had 
between 6 –11 years of education. The other half received only primary education that 

















Female, % 59.8 58.9 61.3 0.731
Ethnicity
Chinese 82.4 71.8 100 -
Malay 9.5 15.3 -
Indian 6.5 10.5 -
Others 1.0 1.6 -
Missing 0.5 0.8 -
Education level
<  6 years 43.7 42.0 46.6 0.001
6-11 years 48.3 46.8 50.7
   12 years 7.5 11.2 1.3
Missing 0.5 0 1.3
Marital status
Single/unmarried 18.6 21.8 13.3 0.441
Married 59.8 56.5 65.3
Separated/divorced 7.0 6.5 8.0
Widowed 14.6 15.3 13.3
Employment status
Employed 44.2 42.8 46.6 0.595
Unemployed 18.1 17.8 18.6
Retired 11.1 13.7 6.7
Housewife 25.1 25.0 25.3
Student 1.0 0.8 1.3
Missing 0.5 0 1.3
Relationships with patients
Parents 49.8 44.3 58.7 0.228
Spouse 16.5 13.8 21.4
Siblings 23.1 29.8 12.0
Children 6.0 6.4 5.3
Gender of patients (Female, %) 53.8 52.4 56.0 0.623
Duration of disease, mean (SD), 
median, range
8.5 (7.8), 7.8, 
1-42
9.6 (8.6), 6, 
1-42
6.7 (5.8), 5, 
1-27
0.039
Duration of caregiving, mean (SD), 
median, range
7.8 (6.7), 6, 1-
29
8.5 (7.2), 6, 
1-29




The mean (SD) duration of illness of the patients was 8.5 (7.8) years. The 
median was 7.8 years and the range 1 – 42 years. The duration of caregiving followed 
quite closely with a mean (SD) of 7.8 years (6.7) and a median of 6 years. The range 
was from 1 to 29 years.
In the comparison of the English and Chinese groups,  more caregivers in the 
English speaking group had 6 years or more of education than the Chinese speaking 
group,  (58%  for English and 52% for Chinese, p < 0.001). This showed that the 
English speaking subjects were better educated and the Chinese educated were mainly 
the older less educated parents of the patients. The duration of illness was also noted 
to be longer in the English speaking group when compared to the Chinese speaking 
group, the mean (SD) was 9.6 (8.6) years compared to 6.7 (5.8), p < 0.039). It follows 
then that the duration of caregiving was also longer for English group, the mean (SD) 
years was 8.5 (7.2) as compared to 6.6 (5.6) p < 0.039.
Burden of Caregivers
When we compare the total BAS mean score of our study to those of the 
Horwitz & Reinhard and Reinhard studies, our total mean of 21.2 was significantly 
higher than the 13.1 of one study ( p < 0.001) and lower than the 36.3 of the other 
study (p < 0.001).
  Looking at the mean scores of the BAS individual items, refer to Table 5.2, 
almost all of the items had a value of 0.9 to 1.9 indicating at least a little to some 
degree of burden in the items.
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Table 5.2
Mean (SD) scores of Burden Assessment Scale (BAS) items
Item Mean (SD)
1. Had financial problems 1.8 (1.0)
2. Missed days at work (or school) 0.8 (1.1)
3. Found it difficult to concentrate on your own activities 1.2 (1.1)
4. Had to change your personal plans like taking a new job, or going on vacation 0.9 (1.1)
5. Cut down on leisure time 1.2 (1.1)
6. Found the household routine was upset 1.1 (1.1)
7. Had less time to spend with friends 1.1 (1.1)
8. Neglected other family members’ needs 0.9 (1.0)
9. Experienced family frictions and arguments 1.2 (1.1)
10. Experienced frictions with neighbours, friends, or relatives outside the home 0.6 (0.9)
11. Became embarrassed because of his behaviour 0.9 (1.0)
12. Felt guilty because you were not doing enough to help 0.9 (1.0)
13. Felt guilty because you felt responsible for causing his problems 0.8 (1.0)
14. Resent him because he made too many demands on you 0.9 (0.9)
15. Felt trapped by your caregiving role 1.1 (1.0)
16. Were upset about how much he had changed from his former self 1.5 (1.0)
17. Worried about how your behaviour with him might make the illness worse 1.2 (0.9)
18. Worried about what the future holds for him 1.9 (1.0)
19. Found the stigma of the illness upsetting 1.2 (1.0)
O – not at all; 1 – a little; 2 – some; 3 – a lot.
The areas where the subjects found to be most burdensome were ‘worry’ about 
the future with a mean score of 1.9, financial problem, 1.8 and upset about how much 
the patient had changed from his former self at a score of 1.5.  The most burdensome 
item for our caregivers was also the area of concern for caregivers in other studies. No 
items were seen as not burdensome in that there was no item that scored 0. The least 
burdensome item with a score of 0.6 was the experience of friction with neighbours, 
friends and relatives. 
Negative Caregiving Experience
To determine the extent of the burden of our caregivers, we looked at the ECI 
negative scores and compared them with other studies using the same scale. Two such 
studies were found in the literature. Study 1 was that by Treasure et al. 2001 and 
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Study 2 was that by Martens and Addington 2000. These were the two studies using 
the ECI that were most similar to this study.
Comparing our raw scores with that of Study 1 (Refer to Table 5.3) all our 
mean scores were higher than those of that study. Our total ECI negative score of 78.1 
was also much higher than the 59.1 of that study. One sample t test results indicated a 
significant p < 0.001 for all the scales of the ECI  negative dimensions. 
For comparison with the study by Martens and Addington (Study 2), only the 
total mean scores were available for comparisons. Our ECI negative total mean score 
of 78.1 was also much higher than the 61.5 score of the Marten’s and Addington’s 
study. One sample t test showed a significant p < 0.001. 
Table 5.3
Comparison of ECI scores between our caregivers and overseas caregivers






Mean (SD) Standardized 
mean score
Mean Mean
Difficult behaviours 0-32 11.4 (7.2) 33.8 7.7***
Negative symptoms 0-24   9.8 (5.6) 40.0 7.7***
Stigma 0-20   6.9 (4.7) 35.5 3.5***
Problems with services 0-32 10.5 (5.1) 32.8 8.5***
Effects on family 0-28   8.3 (5.2) 27.9 6.7***
Need to backup 0-24 11.1 (4.4) 45.8 8.5***
Dependency 0-20 10.1 (4.3) 49.5 7.9***
Loss 0-28   9.9 (4.6) 36.4 8.6***
ECI positive total 0-56 28.9 (9.5) 52.9 26.4*** 27.3*
ECI negative total 0-208 78.1(30.7) 36.9 59.1*** 61.5***
* p < 0.05; *** p < 0.001 (one-sample t-test).
The three dimensions that scored highest in our study were difficult 
behaviours, need for back up and problem with services. Two of the dimensions, need 
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for back up and problem with services were also among the three dimensions of the 
Treasure’s study that scored the highest.
Psychological Well Being
The results showed that 97% of the caregivers had a GHQ –28 mean total 
above that of the cut off value of 5 points for minor psychiatric morbidity in 
Singapore as established in the study by Fones, Kua, Ng and Ko 1998. The mean total 
GHQ-28 score was at  24.3 for this group of caregivers. This was high in comparison 
to the 16.4 of the study by Treasure et al in 2001 on a group of similar caregivers.
In studying the data further, it was noted that the female caregivers were more 
distressed than their male counterparts. The female caregivers had a total mean score 
of 25.1, two points higher than the males. Comparatively, the Chinese caregivers had 
a higher total mean score (24.8) than the Malays and Indians (21.9). The married 
caregivers were seen to have a lower score than the single/ separated and widowed 
category, 23.1 as compared to 26.1.  Parents as caregivers  were also noted to be more 
distressed psychologically with a higher total mean score of 25.7 than the other 
relatives as caregivers with a score of 22.9.
Although several differences were noted, only one category is of statistical 
significance. Of statistical significance in determining the degree of distress in 
caregiving is the presence of a chronic medical condition in the caregiver. Those 
caregivers with a chronic medical condition had a much higher total GHQ-28 score of 
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27.9 compared to the mean total score of 24.3 of the other caregivers. This is  
statistically significant with a value of p < 0.001 in two sample t-test.
No correlation  was seen between education, gender of patients, employment 




GHQ-28 total scores and their relationships with caregivers’ characteristics
n Mean (SD) Correlation 
coefficient (rho)
GHQ-28 total 199 24.3 (13.6)
GHQ-somatic symptoms 199 6.9 (4.1)
GHQ-anxiety / insomnia 199 6.3 (4.8)
GHQ-social dysfunction 199 7.5 (2.8)
GHQ-severe depression 199 3.5 (4.2)
Age 0.09
Gender
Male 80 23.1 (13.8)
Female 119 25.1 (13.4)
Ethnicity
Chinese 164 24.8 (14.7)
Malay/Indian/others 35 21.9 (13.3)
Marital status
Married 119 23.1 (13.0)
Single/separated/widowed 80 26.1 (14.3)
Education
< 6 years 87 24.6 (14.3)
6 or more years 111 24.0 (13.1)
Employment
Employed 86 24.7 (12.5)
Unemployed/homemaker/others 112 24.1 (14.5)
Relationship with patients
Parents 99 25.7 (13.4)
Spouse/sibling/child/others 100 22.9 (13.7)
Presence of chronic medical conditions
Yes 97 27.9 (13.9)***
No 102 20.9 (12.5)
Age of patients -0.06
Gender of patients
Male 92 24.0 (13.8)
Female 107 24.5 (13.5)
Duration of schizophrenia -0.03
Duration of caregiving -0.05
p > 0.05 for all comparisons (two-sample t-tests) excepts *** (p < 0.001)
p > 0.05 for all correlation coefficients (Spearman’s rho).  Missing response of GHQ = 5; scores for subjects 
with missing responses were calculated without using items with missing responses
100
Discussion
The results point towards the presence of a burden and psychological distress 
for the caregivers. The extent of the burden as measured by the BAS was from a little 
to some on the various items. The most burdensome item experienced by our 
caregivers, that of worry about the future was similar to that of the caregivers from the  
Hortwitz and Reinhard study (1992). All the 19 items were seen as a burden though 
the extent of the burden varied from item to item. On the whole the subjective and 
objective burdens appear to be about the same degree with the average mean score of 
1.2 for subjective and 1.1 for the objective and this indicated that our caregivers 
experienced a greater sense of burden.
From the comparison of the ECI results, it was noted that there was a large 
difference between the mean scores of our study and that of the other known studies 
cited. Our mean scores were all significantly higher in all of the scales that measure 
the negative aspects of caregiving in one study while in the other where only the total 
scores were available, our total negative scores were also significantly higher than 
those of that study. Both known studies concluded that family members were 
significantly distressed as a result of having a family member with schizophrenia. All 
in all from the comparisons, the evidence was that the caregivers in our study showed 
a greater extent of the negative experience of caregiving confirming further the notion 
of burden.
The results of the GHQ-28 from this study showed that the caregivers of the 
schizophrenic patients were suffering from serious psychological distress. The 
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evidence showed  that among this group of caregivers, the prevalence for minor 
psychiatric morbidity was substantially higher (97%) than that of the general 
population which was noted to be 17.8% in Singapore ( Fones, Kua, Ng and Ko 
1998).
The trend seemed to point to some gender and ethnic differences in the degree 
of psychological distress. The females were seen to be more distressed and so were 
the Chinese group. One possible explanation could be the genetic make up of the 
females making them more vulnerable. Also, the wife caregiver often had to double 
up as the breadwinner for the family and the dual role can lead to heavier burden. The 
mother as caregiver is often known to be very involved, remaining by the patient’s 
side all the time and had difficulty detaching herself. ( Noh and Avison 1998; Cook 
1988). Men often reported less caregiving burden and were said to fare better 
emotionally than women on a number of indicators for mental health ( Horowitz 
1985; Young and Kahana 1989; Miller and Cafasso 1992 and Mui 1995). Other 
researchers suggested that this may be due to men’s reluctance to complain and their 
need to “hang tough”  (Howowitz 1992) and Barer, 1994). Studies on coping found 
that husbands pursued their caregiving tasks with a problem solving approach carried 
over from work roles (Miller 1987). 
It is also known that the Malay and Indian communities being the minority 
groups tend to be more closely knitted and thus more likely to offer support to each 
other, thereby lessening the distress,  Yusof (1976) The married caregivers were seen 
to have a lower GHQ-28 mean total score than the single/separated/widowed 
category. The difference of 3 points, though not statistically significant did show that 
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the married caregivers were less distressed. This could be explained that, if the 
caregiver is a parent or a sibling, having a mate to share the burden of caring does 
help to ease the distress. On the other hand, if the married caregiver is the spouse of 
the patient, the option of dissolving the marriage and thereby legally ending the 
obligation may be reason for the reduction in distress. (Gubman, Tessler and Willis
1987).
 The trend was also towards parents as caregivers being more psychologically 
affected than other relatives as caregivers. Parents as caregivers bore the greatest 
burden because of the greater extent of subjective burden Tessler and Gamache 1994. 
Historically, parents  shouldered the responsibility for their offspring’s illness. The 
blame in the earlier years even came from the professionals when issues like high 
expressed emotions were surfaced. The distress of caregivers is associated with the 
level of expressed emotion (EE) in the family ( Barrowclaugh and Parle 1997). The 
genetic slant to etiology often hit hard on the parents who saw themselves as the 
transmission of the illness (Atkinson and Coia 1989. As parents, the loss of hope in 
their schizophrenic child had an even greater impact to loss through death because not 
only have they to contend with the loss of hope but that of a life long commitment to 
the care of the child and the ensuing anxieties and other consequences. For parents 
who are older, the concern as to who would care for the patients after their time is 
often a heavy burden. Parents feel themselves irreplaceable in many ways. No one 
other than the parents will care as much or understand as well the patients. These 
parents fear that with their demise, the well being of their disabled child will be 
seriously compromised. 
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The duration of caregiving though not shown to be statistically significant in 
the study does point to the direction that longer periods of caregiving did not 
necessarily result in greater caregiver’s psychological distress as measured by the 
GHQ-28. The trend is that prolonged caregiving does not result in increased burden or 
psychological distress. This is consistent with the findings of the Brown and 
Birtwistle study (1998). 
The most significant finding was that the presence of a chronic medical 
condition in the caregiver greatly increases the psychological distress. With this 
finding, caregivers in this category should be singled out for additional support to
prevent them from succumbing to minor psychiatric morbidities.
Conclusion
 From the study, it can be concluded that the burden of caring for a 
schizophrenic patient existed for the caregivers in the study. The burden was 
measured by the BAS as used in other known studies and was compared. Both the 
known studies postulated from their results that there is the presence of burden in their 
subjects. Therefore, it follows that our caregivers also experience burden. Also the  
ECI scores of our study when compared with two similar studies by Martens and 
Addington, 2001 and Treasure, et al. 2001, were  much higher indicating that family 
members were significantly burdened, through their negative appraisal of caregiving 
as a result of having a family member with schizophrenia.   This burden had an impact 
on the psychological well being of these caregivers. It predisposes them to minor 
psychiatric morbidities at a much higher rate than those in the general population. 
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Those caregivers who suffer from a medical condition had higher GHQ scores and 
were at greater risk for psychiatric morbidity. Special attention must be paid to assist 
this group to ease the burden of care and to prevent them from succumbing to physical 
and psychological ailments.  
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CHAPTER SIX: FACTORS INFLUENCING CAREGIVING EXPERIENCE AND 
BURDEN IN CAREGIVERS OF PATIENTS WITH  SCHIZOPHRENIA
Introduction
Severe mental illness like schizophrenia has far reaching consequences for 
both patients and their caregivers. These consequences for the relatives who are 
caregivers had been formally referred to as caregivers’ burden for a long time and had 
been extensively studied (Platt 1985; Schene, Tessler and Gamache 1994). The 
burden concept was modified in the more recent years to reflect not so much burden 
but rather an appraisal of caregiving. This followed  the development of the Inventory 
of Caregiving Experience (ECI) by Szmukler et al. (1996). These studies, whether on 
burden or the experience of caregiving confirm that caregivers are undoubtedly 
affected by their caregiving roles (Gibbons, Horn, Powell and Gibbons 1984; Horwitz 
and Reinhard 1995;  Tucker, Barker and Gregoire 1998). In an earlier local study, we 
found that caregivers in Singapore also experienced clinically important distress 
(Seng, Luo & Li 2003).  
It is unclear why some caregivers are more adversely affected than others. 
Numerous potential influences have been investigated. These include social 
demographic characteristics of patients and their caregivers, the patients’ clinical 
characteristics and patient – caregiver relationships. But generally the findings are 
inconsistent, possibly reflecting differences in the conceptualization and measurement 
of the caregivers’ burden/experience (Maurin and Boyd 1990). An exception is the 
severity of the patient’s symptomatology. Most studies have found it to be strongly 
related to their caregiver’s burden ( Baronet, 1999), although again, a few studies like 
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that of Magliano et al. 1998 have found no association. The specific symptoms that 
caregivers find most distressing are not yet clear. Some studies have found negative 
symptoms to be more problematic whereas others indicate that relatives have greater 
difficulty with positive symptoms (Provencher and Mueser 1997). Again these studies 
are from other countries with different cultures and may not reflect that of our local 
population of caregivers. If we are to develop effective ways of reducing the burden 
of care or improving the experience of caregiving, information on the factors which 
influence burden and experience are crucial. This study identified factors that 
influence the caregiving experience and the burden of care in caregivers of a patient 
with schizophrenia.
The statistical data for this chapter was from a larger study on the Validation 
of the ECI and BAS (Chapter Four). For this chapter, the data was from 159 pairs of 
patients and their caregivers.
Statistical Analysis
Percentages were used to describe the caregivers’ and the patients’ 
characteristics. Multiple linear regression analysis with stepwise methods were used 
to identify factors that predict experience measured by the ECI and burden measured 
by the BAS. Twenty eight variables were studied using 2 multiple linear models, with 
the ECI negative scores, ECI positive scores and BAS total scores being dependent 
variables respectively. Independent variables covered socio-demographic, health 
related and clinical characteristics of patients and caregivers. (Refer to Table 6.1). 
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Among these variables, age, duration of caregiving, age of onset of schizophrenia, 
duration of illness, number of psychiatric symptoms and expenses of psychiatric 
Table 6.1: List of independent variables
Variable Category 
Socio-demographic variable
Age of caregiver Continuous
Age of patient Continuous
Gender of caregiver Male, Female 
Gender of patient Male, Female 
Ethnicity of caregiver Chinese, others
Marital status of caregiver Married, others
Marital status of patient Married, others
Caregiver-patient relationship Parent, others
Duration of caregiving Continuous
Employment status of caregiver Employed, unemployed, homemaker
Employment status of patient Employed, unemployed, homemaker
Educational level of caregiver Primary, secondary, tertiary
Educational level of patient Primary, secondary, tertiary
Survey language of caregiver English, Chinese
Survey language of patient English, Chinese
Support from family and friends * Yes, no
Support from spiritual/traditional healers * Yes, no
Support from medical professionals * Yes, no
Health-related variable
Caregiver’s chronic medical conditions Yes, no
Patient’s chronic medical conditions Yes, no
Patient’s clinical variable
Age of onset of schizophrenia Continuous
Duration of schizophrenia Continuous
Number of psychiatric symptoms Continuous
Recent admission in a psychiatric ward * Yes, no
Usage of typical antipsychiatrics * Yes, no
Usage of atypical antipsychiatrics * Yes, no
Usage of depot antipsychiatrics * Yes, no
Expense of psychiatric therapies * Continuous
* In the preceding 3 months.
therapies were treated as continuous variables. The employment status and the 
educational levels of both the caregivers and the patients were treated as categorical 
variables, while the remaining variables were treated as dichotomous variables. The 
criterion significance levels for entry and removal of an independent variable for each 
108
step of modeling were chosen to be 0.05 and 0.10, respectively. Analyses were 
performed by using the latest SPSS for Windows.
Results
Subject characteristics
This part of the study involved the caregivers and the patients that they cared 
for. A total of 159 pairs of caregivers and patients were studied.
Caregivers
One hundred and fifty nine eligible caregivers participated in the study. The 
mean (SD) age of the caregivers were 52.4 (14.1) years with 58.5% being female. The 
majority, 83.6% were Chinese. Fifty- two percent of the caregivers were parents of 
the patients and the mean (SD) duration of caregiving was 7.2(6.9) years. 59.1% of 
the caregivers were married and 47.8% were gainfully employed. Full socio-
demographic characteristics of the caregivers are displayed in Table 6.2.
Fifty- six percent, 34.6% and 66.0% of the caregivers reported that they 
received emotional or practical support from family/ friends, spiritual/traditional 
healers and medical professionals respectively in the preceding 3 months. The mean 
(SD) ECI negative total and positive total scores were 77.6 (31.8) and 29.2 (9.8) 
points respectively. The mean (SD) total BAS scores were 20.6 (12.7).
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Table 6.2: Socio-demographic characteristics of caregiver and patients
%, unless otherwise stated
Caregiver (n=159) Patient (n=159)
Mean  (SD) age, years 52.4 (14.1) 37.2 (10.8)

















Presence of chronic medical conditions 46.5 15.1







The mean (SD) age of the patients (n =159) was 37.2 (10.8) years, with 50.3% 
being female and 58.5% being surveyed on the same day when the caregivers were 
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surveyed. The mean (SD) age of the onset of schizophrenia was 29.2 (10.9) years. The 
majority of the patients were unmarried (69.2%) and unemployed (64.2%). The 
patients were mainly Chinese (84.3%) and more than half 56.5% received secondary 
education. 
In the preceding 3 months, 31.4% of the patients had been admitted to a 
psychiatric ward; 86.8%, 28.3% and 57.2% were on typical, atypical and depot 
antipsychotics respectively. In terms of expenditure on treatment, the median 
(interquartile) was $166.40 ($80.90, $360.50).
At the time of the interview, the mean (SD) number of psychiatric symptoms 
was 4.9 (3.2).
Factors influencing negative experience of caregiving
The regression analysis for the ECI negative total scores yielded 4 variables 
indicating that these 4 factors influenced negative caregiving experience. These 
factors with their relationships with negative caregiving experience were total 
expenses incurred by the caregivers on therapies, number of psychiatric symptoms, 
support from medical professionals and the use of atypical antipsychotic medication 
by the patient. Less expenditure on therapies meant less financial stress on the 
caregivers and improving the negative experience scores. Similarly support from 
medical professionals also seemed to help ease the caregiving, so also did the
reduction in the number of psychiatric symptoms. Interestingly the patients on 
111
atypical antipsychotic medications also had a positive influence on the experience of 
caregiving for the caregivers. Effect sizes of these factors are displayed in Table 6.3.
Table 6.3: Effect sizes of factors selected by the linear model for ECI negative total
Effect sizes
(unstandardized) p-value
Total expenses on therapies * 0.02 0.001
Number of psychiatric symptoms 2.19 0.003
Support from medical professionals (yes) * -11.61 0.018
Use of atypical antipsychotics (yes) * -11.39 0.033
Adjusted R2: 19.9%;  * in the preceding 3 months.
Factors influencing positive experience of caregiving
The regression analysis of the ECI positive total scores yielded 2 variables 
indicating that these two factors influence positive caregiving experience. These 
factors and their relationships with positive caregiving experience were support from 
family and friends and patients’ admission to the psychiatric ward. Good social 
support for the caregivers by relatives and friends was seen to influence the positive 
experience of caregiving. This is consistent with the findings of other studies that 
showed burden to decrease with support. When the patients were admitted to the 
psychiatric wards, the caregivers actually were given a respite from their caregiving 
responsibilities. This respite, a well deserved break served to improve the experience 
of caregiving for the caregivers. Effect sizes are displayed in Table 6.4.
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Support from family and friends (yes) * 3.70 0.018
Patients’ admission in a psychiatric ward (yes) * 3.93 0.019
Adjusted R2: 5.8%;  * in the preceding 3 months.
Factors influencing Burden of Care
The regression analysis for the BAS total scores yielded 7 variables indicating 
that these factors influence the extent of the burden on the caregivers. These factors 
were total expense on therapies, the number of psychiatric symptoms, support from 
medical professionals, caregiver’s education level (secondary education), caregiver’s 
working status (homemaker) and patient’s marital status (married).
Higher expense on therapies and more psychiatric symptoms were associated 
with greater burden. On the other hand, support from medical professionals was seen 
to reduce the burden for the caregivers. Those caregivers who were homemakers had 
less burden but the patients who were homemakers resulted in higher burden for their 
caregivers. Caregivers with a secondary education were associated with a higher 
burden. The patient’s marital status also influenced the burden, for the married 
patients, the burden for the caregivers was less. When comparing the patients’ work 
status with that of the caregivers, the difference was about 3 points higher for the 
patients. Effect sizes of these factors are shown in Table 6.5.
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Table 6.5: Effect sizes of factors selected by the linear model for BAS total scores
Effect sizes
(unstandardized) p-value
Total expenses on therapies * 0.01 0.001
Number of psychiatric symptoms 0.92 0.002
Support from medical professionals (yes) * -4.52 0.023
Caregiver’s education level (secondary) 6.66 0.001
Caregiver’s working status (homemaker) -3.82 0.047
Patient’s working status (homemaker) 6.25 0.005
Patient’s marital status (married) -5.51 0.016
Discussion
It is known that schizophrenia in one family member affects the other 
members of the family, the greatest impact falls on the members of the family who are 
the caregivers. The literature summarizes that the impact however depends on the 
resources of the relatives, their physical health and age, their social assets including 
their marital relationships and their social network, their material assets and their 
psychological strengths and coping skills.
In this cross sectional study, the findings identified a variety of factors that 
may influence caregiving experience and burden in caregivers of patients with 
schizophrenia. Some findings of this study are consistent with those in the literature. 
For example, this study found that caregivers’ self perceived support was associated 
with burden and better caregiving experience. The findings were more or less similar 
to previous studies by Reinhard 1994; Beigel, Milligan, Putnam and Song 1994 and 
Magliano et al. 1998 & 2000. Perceived support by the caregivers meant that these 
caregivers were confident that support from their relatives, friends and other sources 
were available as and when they need them. It is this feeling that they had not been 
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abandoned or ostracized by people around them and that there was no need to hide 
because of the stigma that made caregiving less burdensome. Even though, the 
caregivers may not have literally requested or needed the support, their perception that  
such support would be available was seen as helpful.
Caregivers of patients with schizophrenia experience increasing social 
isolation, which means limitation of the caregivers’ social and leisure activities. 
Yarrow, Clausen and Robbins 1955 noted a policy of ‘aggressive concealment’ in one 
third of patients’ wives who made drastic changes to their lives or moved house in 
order to avoid friends. Only one third told family or close friends of their husbands’ 
illness. These researchers relegated this to the fear of being stigmatized or socially 
discriminated against. Similar findings of diminished social activity and a reduction in 
the caregivers’ social network were found in other studies ( Mandelbrote and Folkard 
1961; Beels 1975). Since social isolation is rated more burdensome than financial and 
employment difficulties, caregivers who were able to perceive or garner support of 
family and other outside resources were able to see better experience in caregiving 
and reduction in their burden.
In the local setting, the culture supports close family ties. As far as the 
immediate family is concerned, actual or perceived support can be expected. Beyond 
the immediate family, the fear of the impact of the stigma often prevented the 
caregiver from venturing into seeking other familial or outside resources for help.
Similarly, support from professionals had been found to be helpful to 
caregivers in improving their caregiving experience and alleviating their burden in 
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this study, Reinhard 1994. Caregivers often have to deal with multiple professionals, 
all of whom have different views on and attitudes to mental illness. From these 
multiple contacts. They have to distil information, take what is helpful in managing 
their particular problems and reject what is not. In addition, whilst continuously 
responding to the information demands of these professionals, they are often fearful of 
criticizing any service profession in case it is withdrawn. In their precarious situation, 
any perceived support from the professionals would be seen as not only helpful 
towards the management of the patients but also helpful towards allaying the anxieties 
of the caregivers.
Another similar finding to that in the literature is the observed close 
relationship between the patient’s psychiatric symptoms and more negative caregiving 
experience and burden ( Baronet 1999 and Rosenheck 2000).
There is consensus in the literature over the behavioural problems manifested 
in the patients’ psychiatric symptoms which cause distress in the caregivers (Mills 
1962; Grad & Sainsbury 1963; Hoenig and Hamilton 1967; Creer and Wing 1974 and 
Lefley 1987). These psychiatric symptoms fall into two broad categories: acute 
socially disturbing or embarrassing behaviour and social withdrawal.
Whereas disruptive behaviour precipitated by positive symptoms of delusions 
and hallucinations may cause acute apprehensions and stress in the caregivers, it is 
often the negative symptoms resulting in social withdrawal, apathy and self neglect 
that cause more long term conflict and disruption. This occurs for a number of 
reasons. Caregivers often feel that they have lost the mutual relationship between 
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themselves and the person with schizophrenia (Birchwood & Smith, 1987). 
Caregivers may also be more likely to attribute negative symptoms personally to the 
individual rather than to the illness, viewing such symptoms as a lack of control or a 
personality deficit.
Although no relationship was found between caregivers’ education and burden 
in other studies (Baronet 1999), this study found that caregivers with secondary 
education had higher levels of burden. As there were very few caregivers in this study 
with tertiary education, the caregivers with secondary education were considered the 
better educated ones. Their higher burden level could be because of their higher 
expectations. It is possible that with a better education, these caregivers would be in 
employment and combining work with caregiving may result in higher burden. This is 
consistent with the finding that homemakers experienced less burden. Not having to 
grapple with the stress of having to earn a living, means more time and energy are 
available for their caregiving role which becomes less burdensome.
On the other hand, however, being better educated and not having the 
opportunity of being in employment but rather in full time caregiving, may give rise 
to some feelings of resentment that would likely increase the negative experience in 
caregiving and the sense of burden.
It is also found that the caregivers of the patients on atypical anti-psychotic 
medication had less negative experience in caregiving. This could be because of the 
less severe side effects of the atypical medications which improved the quality of life 
of these patients. Another possibility is that these atypical medications are not 
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subsidized, so only those able to afford could be on these medications. The ability to 
afford the antitypical medication also means that the families are better off financially. 
With less financial worries, negative caregiving experience may improve. Therefore, 
the lack of income resources could increase the care burden of less better off families.
In this study, the researcher also found factors of caring experience that to the 
best of her knowledge have not been reported in the literature. Some of these findings 
may reflect cultural differences in perception of caregiving experience between the 
west and Singapore. One such finding is that the caregivers of married patients 
perceived less negative caregiving experience in Singapore. This could be because it 
is usual for the parents and even the siblings of the sick spouse to help out in the 
caregiving, thus relieving the well spouse to some extent. Culturally, parents in 
Singapore often extend care to their children even though they are married, especially 
if the child is ill. It is a common practice for the married patient to return to reside 
with the parents if the well spouse needed to work. This arrangement would certainly 
ease the burden of the well spouse if he/she could depend on the in-laws for 
caregiving support. The parents and other relatives of the married patient on the other 
hand also feel less burden because of the notion that since the patient is married, 
he/she is not their main responsibility even though they can be very involved in the 
caregiving. This shared responsibility in caregiving possibly accounted for the 
caregivers of married patients in perceiving caregiving less negatively.
The second finding not reported in the literature but found in this study is that 
the higher expenses on psychiatric therapy was associated with more negative 
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caregiving experience. This may reflect the fact that many of the families were from 
the lower economic class and the higher expenses in the cost of treatment may not be 
affordable. The impact of higher expenses resulting in more negative caregiving 
experience may also be related to the local policy of a cap on the amount to be used 
from Medisave for the treatment of mental illness for each year and more importantly 
that mental illness is not covered by most insurance companies. Psychiatric inpatient 
care is usually longer in nature and the medisave deduction allowed for the year may 
not be sufficient to cover the total cost of hospitalization. This results in families 
having to pay cash for the treatment. This strain on their financial resources could be 
translated into more negativism in the caregiving experience.
The third finding  in this study that is not found in the literature is that the 
patient’s admission to a psychiatric ward improves the positive experience of 
caregiving. This could be seen in the light that the patient’s admission to the 
psychiatric ward means respite for the caregiver. With the care transferred to the 
formal caregivers, that is the hospital staff, the caregiver is more relieved and 
therefore caregiving becomes more positive when the need is to only visit the patient 
in the hospital at a specific time and not to have to be concerned about his/her needs.
Summary
The findings of this study are preliminary. Further studies into those factors 
that may influence caregiving experience in Singapore can be attempted to verify the 
issues raised in the present study. Once these factors and their relationships with 
caregiving experience are clarified, healthcare professionals may be better able to help 
119
these caregivers who play an important role in the management of patients with 
schizophrenia.
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CHAPTER SEVEN: THE CAREGIVING BURDEN AND EXPERIENCE OF 
SHORT TERM AND LONG TERM CAREGIVERS
Introduction
The caregiving for patients with schizophrenia is a long term if not a life time 
commitment for the caregivers. Community care policies do increasingly shift the 
main day to day responsibility for long term aftercare from the hospital to spouses, 
parents and other available kin. Therefore, the determination of the caregiving burden 
and experience as well as the ensuing psychological distress becomes important. 
There is no definitive estimate of the number of relatives involved in the care 
of adult patients with schizophrenia, but care by families remains essential especially 
with the diminishing of long stay beds following the de-institutionalization process
world wide. It is known that following a first admission, up to 60% of the patients 
return to live with relatives (MacMillan et al. 1986). About half of the first onset cases 
are likely to develop a chronic, recurrent or persistently disabling psychiatric illness 
(Bleuler 1974). In the long term group, between 40% to 50% live with a relative 
(Creer, Sturt and Wykes 1982). 
Despite improvement in treatment as in the atypical antipsychotic drugs and 
the availability of support resources for the caregivers, caregiving remained very 
much a burden. Studies have confirmed that families are extensively burdened by the 
demanding role of caring for a patient with schizophrenia. This is because 
schizophrenia is a life long illness with no known cure, at the best, the patient 
remained in remission of active symptoms. Its onset is also known to be early in life, 
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striking at a time of life which is full of aspiration and hope. There is also every 
possibility that many patients will deteriorate to a chronic state.
With caregiving being long term, the question then is: will the caregiver’s 
burden increase with the extended years of caregiving or will coping and adaptation 
help to reduce the burden? In this chapter, the consequences of caregiving on the short 
term caregivers and the long term caregivers are looked at and the differences 
between these two groups are also investigated. The findings are to test the hypothesis 
that as the illness continues and becomes chronic and caregiving becomes more 
prolonged, the burden actually eases.
Methodology
As discussed in the earlier chapters, that is Chapter Five on Confirmation of 
Burden and Chapter Six on Identification of Factors Influencing Experience of 
Caregiving and Burden, the data for this chapter was drawn from a larger study 
detailed  in Chapter Four on the Validation of the Experience of Caregiving Inventory 
and the Burden Assessment Scale. In this chapter, only the data from the baseline 
survey were used, both the English and the Chinese versions were included. For mean 
comparisons, independent 2 sample t tests were used. For comparing percentages, chi 




The sample consisted of 198 caregivers, 81 were short term caregivers and 117 
were long term caregivers. The total number of caregivers was reduced by one from 
the original 199 caregivers in the rest of the study because one caregiver’s years of 
caregiving was missing so that subject could not be included. The characteristics of 
the caregivers are summarized  in Table 7.1.
The mean age (SD) of the short term caregivers was 50.5 (15.0) as compared 
to 54.0 (13.7) of the long term caregivers. The median age for the short term 
caregivers was 52, two years younger than the long term caregivers which was 54. 
The long term caregivers were slightly older but statistically the difference was not 
seen as significant.
However, in terms of gender, the comparison between the two groups was 
significant at p <  0.049 with 51.9% of the short term caregivers being female 
compared to 65.8% of the long term caregivers being female.
There were no ethnic differences seen in the two groups of caregivers. The 
majority were ethnic Chinese and the percentages of the other ethnic groups were 
consistent with the normal population distribution pattern in Singapore in both the 
short term and the long term caregivers. The education levels of both groups were 
quite similar, with over 40% of both groups of caregivers receiving less than six years
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of formal education. In the other categories, more caregivers in the long term group 
received between 6 to 11 years of formal education than the short term caregivers. 
The reverse is for those caregivers with tertiary education that is more than twelve 
years of formal education. Here a slightly higher percentage of  short term caregivers 
fall into this category. 
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Age, mean (SD), median, range 50.5 (15.0), 52, 19-
81
54.0 (13.7), 54, 20-
94
0.086
Female, % 51.9 65.8 0.049*
Ethnicity






< 6 years 44.4 43.6 0.164
6-11 years 44.7 50.3
> 12 years 9.6 6.1
Missing 1.2 0
Marital status
Single / unmarried 21.0 17.1 0.465
Married 54.3 63.2
Separated / divorced 9.9 5.1
Widowed 14.8 14.5
Employment status












Presence of comorbid medical conditions 48.1 48.7 0.937
Mean (SD) age, medium, range of 
patients
35.8 (11.5), 33, 17-
71
40.2 (12.0), 38, 19-
79
0.009**
Gender of patients (Female, %) 59.3 49.6 0.179
Years of disease, mean (SD), median, 
range
2.4 (2.0), 2, 1-4 12.8 (7.5), 11, 5-42 < 0.001***
Years of caregiving, mean (SD), median, 
range
2.2 (1.1), 2, 1-4 11.6 (6.2), 10, 5-29 < 0.001***
* p < 0.05;    ** p < 0.01;   *** p < 0.001
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For marital status, more of the long term caregivers were married. while the 
short term caregivers had more who were single/unmarried and separated/divorced. 
The difference was however not significant.
Where employment status was concerned, more of the short term caregivers 
were employed, 45.7% compared to 41.9% of the long term caregivers. However, 
more of the long term caregivers were housewives, 28.2% as compared to 21.0% in 
the short term group.
Most of the caregivers of both groups were parents. There were however more 
spouses in the long term caregivers’ group 17.9% compared to 13.5% in the short 
term caregivers’ group. This difference is not statistically significant.
There was no difference between the two groups in terms of the presence of 
co-morbid medical conditions in the caregivers. Almost half of the caregivers in both 
groups were suffering from some medical condition.
When we examined the patients that these caregivers were looking after, there 
is a significant difference in comparison. The long term caregivers were looking after 
older patients with a mean (SD) age of 40.2 (12.0) as compared to the short term 
caregivers who were looking after younger patients with a mean (SD) 35.8 (11.5). The 
median age was 38 years for the patients of the long term caregivers and a younger 33 
years for the short term caregivers. Although not statistically significant, more of the 
patients cared for by the short term caregivers were females, 59.3% as compared to 
49.6% of female patients being cared for by the long term caregivers.
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Naturally, the duration of the illness and the years of caregiving had to be 
significantly different in comparing the two groups. The duration of illness for the 
patients for the short term caregivers was a mean (SD) 2.4 (2.0) as compared to a 
mean (SD) of 12.8 (7.5) years for the long term caregivers. The median for the short 
term caregivers was 2 years compared to 11years for the long term caregivers. The 
years of caregiving for the long term caregivers was a mean (SD) of 11.6 (6.2) years 
compared to a mean (SD) of 2.2 (1.1) years for the short term caregivers. The median 
for the long term caregivers was 10 years compared to 2 years for the short term 
caregivers. The range for the long term caregivers was 5 – 29 years and 1 – 4 years for 
the short term caregivers. The p value for both the difference in the duration of illness 
and the years of caregiving was p < 0.001. 
Caregivers’ experience, burden, psychological distress and support
The comparison between the two groups, the short term caregivers and the 
long term caregivers in terms of their caregiving experience, burden, psychological 
distress and social support are summarized in Table 7.2.
Looking first at their experience of caregiving measured by the Experience of 
Caregiving Inventory (ECI), for the two groups, it is apparent that the scores for all 
the items in the scale were higher for the short term caregivers. Of statistical 
significance were the items on stigma and loss as well as the total negative scores. In 
the item on stigma, the mean (SD) for the short term caregivers was 8.0 (5.0) 
compared to the mean (SD) of  6.1 (4.3) for the long term caregivers. The significance 
was at a significant level of p < 0.006. In the loss item the significant difference was 
at p < 0.020 with the mean (SD) of the short term caregivers at 10.9 ( 4.5) compared 
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to that of 9.4 (4.5) in the long term caregivers. In the total ECI negative scores, the 
mean (SD) of the short term caregivers were 83.3 (33.1) and those of the long term 
caregivers were 74.6 (28.6). The significant difference between the two groups was at 
a significant level of  p < 0.047.








Difficult behaviours 12.1 (8.0) 10.9 (6.7) 0.260
Negative symptoms 10.4 (5.8) 9.4 (5.5) 0.217
Stigma 8.0 (5.0) 6.1 (4.3) 0.006**
Problems with services 11.2 (5.4) 10.0 (4.8) 0.092
Effects on family 8.7 (5.8) 8.0 (4.7) 0.339
Need to backup 11.5 (4.3) 10.8 (4.5) 0.247
Dependency 10.4 (4.5) 9.9 (4.1) 0.386
Loss 10.9 (4.5) 9.4 (4.5) 0.020*
Positive personal experiences 16.7 (5.3) 16.7 (6.3) 0.995
Good aspects of relationship 12.5 (4.3) 11.9 (4.6) 0.302
ECI negative total 83.3 (33.1) 74.6 (28.6) 0.047*
ECI positive total 29.3 (13.9) 28.6 (10.1) 0.628
BAS-total 21.3 (13.9) 20.9 (11.8) 0.862
GHQ-28 scores
Somatic symptoms 7.6 (4.2) 6.6 (4.0) 0.093
Anxiety / insomnia 7.2 (5.2) 5.7 (4.5) 0.039*
Social dysfunction 7.7 (3.0) 7.4 (2.6) 0.485
Severe depression 4.0 (4.3) 3.2 (4.2) 0.146
Total 26.5 (14.3) 22.9 (13.0) 0.066
Social support, %
Support from family / friend 59.3 55.6 0.605
Support from religious / spiritual 
organizations
38.3 32.5 0.400
Support from health professionals 79.0 72.6 0.308
* p < 0.05;   ** p < 0.01;   *** p < 0.001
In comparing the burden scores as rated by the Burden Assessment Scale 
(BAS), the total mean score (SD) for the short term caregivers was higher at 21.3 
(13.9) when compared with that of the long term caregivers which was 20.9 (11.8). 
The difference was not statistically significant.
In the area of psychological distress measured by the 28 item General 
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Health Questionnaire (GHQ-28), the comparison between the two groups of 
caregivers produced the same results as in the ECI and BAS. The GHQ-28 mean 
scores were higher in all the individual items in the short term caregivers as well as in 
the total GHQ-28 mean scores. The item that was significantly tested was that on 
anxiety/insomnia when the mean (SD) score for the short term caregivers was 7.2 
(5.2) compared to 5.7 (4.5) in the long term caregivers. The difference was significant 
at a p value of p < 0.039.
The support from family, friends, religious organizations and healthcare 
professionals were also compared between the two groups of caregivers. Generally 
the short term caregivers received more support than the long term caregivers from 
the various sources. The difference though was not statistically significant between 
the groups in comparison.
Discussion
There has been hardly any literature that addressed specifically the comparison 
between short term and long term caregivers of patients with schizophrenia. The 
conventional belief is that as the caregiving becomes prolonged, the burden and the 
psychological distress of the caregivers increase in caregivers. Some of the studies 
like those of Bulger, Wandersman & Goldman, 1993 and Hoenig & Hamilton, 1966 
found the burden of caregiving was more severe for those relatives whose member 
had been ill for a long time. There were other studies that reported higher distress 
among the newer caregivers, that is the caregivers of those with first episodes of the 
illness (Gopinath & Chaturvedi, 1992; Gibbons, Horn, Powell & Gibbons, 1984).   
The latter study also found that family hardship did not decrease with the length of 
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illness. This study is aimed at comparing these two groups of caregivers, the short 
term caregivers and the long term caregivers in terms of their characteristics, their 
experience of caregiving, their burden, their psychological distress and the support 
they received. 
The results showed the long term caregivers to be older and their ill relatives 
also older and with a longer duration of the illness. This is not surprising as 
schizophrenia is a life long illness and as the illness continues so also does the 
caregiving with both the patient and the caregiver also progressing in age. With longer 
term caregiving, it follows that the caregivers and the patients also move on in age
It is noted that a higher percentage of the long term caregivers are female. This 
statistically significant finding can be explained by the universal longer life span of 
the female gender and the cultural expectation that caregiving is the domain of the 
female gender. Thus, the parents may start off looking after the schizophrenia 
offspring together, but when the male parent passed away as is often the case, the 
caregiving is inevitably left to the surviving female parent or the mother. In the 
situation of the older patient whose parents are both deceased, and the caregiving task 
lands on the siblings, it is more likely that the sibling will be a sister or even a sister-
in-law. In the Singapore society, despite its progress and modernization, caregiving is 
still deemed to be undertaken by the female relatives of the patient. This is because 
the culture of the major ethnic groups, the Chinese, the Malays and the Indians still 
dictates the wage earning role to be assigned to the males as much as possible. Also, 
as in everywhere else, the females are seen to be the more nurturing group, so 
naturally, the caregiving role falls on them.
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A slightly higher percentage of the short term caregivers are gainfully 
employed. This is because with their caregiving being short term and less than five 
years and with this group being younger, there is a higher probability of their being 
gainfully employed. 
When we examine the experience of caregiving scores of the two groups, there 
is a difference to be noted. The short term caregivers were seen to have higher scores 
in all the items of the ECI. The higher negative scores explained that these short term 
caregivers were more adversely affected by their caregiving experience. Of 
significance were the issues on stigma and loss for the short term caregivers. 
The short term caregivers were looking after patients who had a shorter history 
of the illness when the stigma would still be prominent in their lives. A patient with a 
history of less than five years would likely be in the acute phase of illness with its 
many bizarre manifestations. Caregivers would still be hiding the illness from people 
in general because they have not come to terms with the illness and have not adapted. 
These caregivers feel the extent of the stigma more in this stage of caregiving.
In terms of loss, the loss experienced by the caregivers at the beginning of the 
illness can be likened to the loss in death and that of bereavement. The grief process 
with time can lead to acceptance with healing taking place. This is the same for the 
caregivers of the schizophrenic patients. As the caregivers learn to accept the patients 
with their disabilities and with reduced expectations, they can come to terms with the 
loss thus reducing its severity. With better understanding of the illness and better 
ability to cope, these caregivers also adapt to their environment. This coping and 
adaptation reduces the negative aspects of caregiving in general. Oftentimes, it is the 
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fatalistic resignation to their fate and that of the patient that will help the caregiver to 
perceive the situation in a better light that makes it more bearable. Fatalistic 
resignation works in allowing the caregivers a way out of being held responsible in 
any way for the illness. With the guilt absolved, the denial and wishful thinking 
giving way to a realistic appraisal of the situation, caregivers are strengthened to carry 
on their task in a more detached manner and with less unhealthy enmeshed emotions. 
They are fortified to accept the consequences as part and parcel of their lot in life.
Interestingly, the positive aspects of caregiving were also rated higher by the 
short term caregivers together with the negative aspects. This could be that at the start 
of caregiving, though the task can be laborious and difficult, these caregivers are still 
very attached to their sick wards and wanting to do their best, putting aside all other 
things. There is still high hopes of a cure and that the efforts put into caregiving may 
help to bring about improvement. However, as the illness progresses and becomes 
long term, caregiving continues but with little hope of a cure. Although efforts are put 
in, the caregivers become more detached with less emotional bearings.  Caregiving 
becomes less negative but at the same time, the positive aspects also withered.  The 
short term caregivers who were seen to appraise caregiving more negatively also 
appraised it more positively. This is also apparent in the study by Harvey, et al. 2001. 
Their explanation was the consequence of response style bias. However, it may be 
that caregivers who are committed to caregiving perceive more difficulties and more 
rewards than those who are detached. It is possible that with long term caregiving, the 
caregivers adopted detachment as a coping strategy and therefore lowering both their 
negative and positive appraisal at the same time.                                                             
In the comparison of burden as measured by the Burden Assessment Scale 
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(BAS), the short term caregivers were seen to be more burdened as seen by the mean 
scores. The long term caregivers saw a reduction of their burden for the same reasons 
as the reduction of the negative caregiving experience. The objective burdens were 
lightened by their not trying to do as much for the patients as when the illness was 
initially diagnosed. These caregivers may no longer be concentrating entirely on 
caring for their wards. Many would have been in the older age range and would have 
retired from their employment and have time for other activities. Their subjective 
burdens were also lightened by their acceptance of the illness and ability to face up to 
it.
Similarly, in terms of these caregivers’ psychological distress as measured by 
the GHQ-28, the total mean scores as well as all the item scores were higher for the 
short term caregivers were seen to be higher than those of the longer term caregivers, 
pointing to a higher stress level of the short term caregivers. The item that was 
significant statistically was that of anxiety and insomnia. It is inevitable that the onset 
of schizophrenia will generate a high level of anxiety for the caregivers as the 
manifestations of the illness can oftentimes be bizarre and completely bewildering. 
With their high levels of anxiety, it is not easy for these caregivers to be able to have a 
good night’s sleep. Insomnia would be inevitable, quite frequently these caregivers 
get really worn out at the beginning. 
With time and longer caregiving, it is normal for these caregivers to get 
accustomed to the odd behavioural patterns of the patients, and more importantly how 
to manage these odd behaviours. When they gain mastery and are able to cope, there 
will be a reduction in their anxiety and an eradication of their insomnia. A sense of 
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mastery of tasks among caregivers decreased the tension, urging and worrying and in 
the total caregiving distress scores. (Hansen & Hill, 1964). There would also be 
instances where their sick wards were seen to provide companionship to the 
caregivers and help to their aging caregivers. This inevitably brings about some form 
of gratification that may reduce the burden and the psychological distress.
It is also not surprising that despite their more negative experience in 
caregiving, their greater burden and more psychological distress, these short term 
caregivers were actually receiving more social supports from relatives, friends, 
religious organizations and the health professionals. These increased supports did not 
help to ease the caregiving burden and psychological distress in the short term 
caregivers. Birchwood and Cochrane (1990) in their study of the families of patients 
with not more than 2 years of illness, (this refers to the short term caregivers), they 
were found to be highly stressed by the disturbed behaviour of their sick relatives. The 
stress level was high overall with 38% of them with stress levels that were in the 
pathological range.
More so, it is likely that it is the coping of the long term caregivers that could 
have helped to improve their negative experience of caregiving, their burden and their 
psychological distress. Magliano et al. (2000) had in their study stated that when 
relatives were able to improve their coping skills, it is possible for the burden to 
decrease even after several years.
This interpretation can be linked to Folkman & Lazarus’ stress coping model 
(1991) which has been extensively used to explain the adaptation process in 
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caregivers of people with physical diseases, but has been rarely applied to the 
relatives of those with mental health problems (Hatfield & Lefley, 1987;  Soloman 
and Draine, 1995). According to this model, people evaluate stressful situations that 
they encounter. The outcome of the evaluation will determine their emotional and 
behavioural responses to the situation. Burden represents the amount of stress 
resulting from the interaction between a stressful situation (in this instance, the 
disease schizophrenia in a family member and its social consequences) and the 
caregivers’s coping strategies and resources. With adaptation and acceptance of the 
situation, it is likely that caregivers lighten their burden as caregiving continues from 
short term to long term and as the patient’s illness progresses from acute to chronic.
It is apparent that at the onset or start of the illness, the caregivers are thrown 
into disarray. Not only do many fail to understand the peculiarity of the illness 
manifested often by the bizarre behaviour of the ill relative but are also at a loss as to 
what to do. Inevitably, the caregiving role will likely affect most aspects of the 
caregivers’ life. The caregivers are likely to face restrictions in their social activities 
(Mandelbrooke & Folkard, 1961; Waters & Northover, 1965) and have reduced social 
network of their own (Anderson, et al. 1984). There may be isolation for fear of 
stigma (Kuipers, et al. 1989). There is no doubt that the objective and the subjective 
burdens are prominent at this early stage of caregiving. Caregivers go all out to care 
for and nurse the sick relative with the hope that recovery will occur in good time. 
This intense caregiving is not without its impact on the caregivers. As demonstrated 
by the results of this study, when compared with the long term caregivers, these short 
term caregivers were hit harder particularly in their having to compromise in their 
social activities and their emotional health.
135
What happens then is that as the illness progresses and caregiving continues, 
these caregivers begin to accept the inevitable, that is the fate of the patient with the 
illness. The caregivers also learn to develop coping strategies to combat the difficult 
behaviours of the patients and in this way to help themselves. From a chaotic 
disarrayed situation, equilibrium begins to set in with time. A different appraisal of 
the patient and the illness and the adaptation together help to alter the situation. Long 
term caregivers over time   gain mastery in dealing with their plight in their caregiving 
activity. In this way, they are able to go through the caregiving task with greater ease. 
Even though, it was noted that these caregivers received less support from the various 
sources like relatives, friends, religious bodies and health professionals, nevertheless, 
their familiarity with the caregiving task and their adaptation add up to make the 
caregiving less difficult than at the start of their caregiving. 
There is also the consideration of life course. Older people who had moved a 
long way in their life course would have confronted much more obstacles along the 
way. They therefore become more reclusive and resigned to their ‘lot’ (what fate had 
meted out to them). Acceptance becomes easier. Resignation of the situation makes 
them less inclined to search for more support and reclusion would seem a comfortable 
and elective alternative. At the same time because they needed to find a role to play 
and to re-engage themselves, the caring for their chronically ill wards become 
meaningful and an acceptable fate.
The fact that they come to look upon their ‘sick’ relatives as companions and a 
source of help and support means that they have come to terms with their caregiving 
roles and enter into the realm of complete acceptance and adjustment.
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Summary
In the comparison between the short term caregivers and the long term 
caregivers, it is apparent that there are differences between the two groups.
There were significantly more female long term caregivers. These long term 
caregivers  were noted to be looking after significantly older patients. It follows also 
that the difference in the duration of the illness of the patients and the years of 
caregiving were significantly different when comparing between the two groups.
With the longer duration of the illness of the patients and the longer years of 
caregiving, contrary to the norm, these long term caregivers actually had less negative 
caregiving experience. They significantly suffered less in the areas of stigma and loss 
when compared to the short term caregivers. Their burden was also noted to be less in 
comparison. In terms of psychological distress, they showed improvement across all 
items in the GHQ-28, with significant difference seen in their anxiety and insomnia. 
In general, the long term caregivers were noticed to be less burdened by their 
caregiving activity through resignation and acceptance of the situation. The 
hypothesis that as the illness becomes more chronic and caregiving becomes more 
prolonged, the burden of caring eases is thus confirmed by the findings of this study.
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CHAPTER EIGHT: DISCUSSION ON THE FINDINGS AND THEIR 
IMPLICATIONS 
Introduction
The contemporary widespread policy of short term hospitalization has meant 
that the old pattern of chronic hospitalization in which the long hospitalized patient 
each year becomes further removed from the concern of the family is virtually a thing 
of the past. Increasingly, the family is becoming involved in long term interaction 
with and care for the patient on his/her discharge from the hospital, whether the 
patient returns to the family home(which is most often the case in the local scene), 
moves to his own quarters or is fortunate enough to find residency in a sheltered 
communal environment. 
With the scarcity of such resources and the high demand for them, most of 
these sheltered or rehabilitation facilities to which the patients are more likely to be 
referred to locally will eventually discharge the patients back to their 
families/caregivers. Yet, the mental health community’s concern with the family’s 
response to this new effort of rehabilitation has been meager.
In Asian countries like Singapore, the culture and policy determines that 
families’ care for their sick relatives. This burden of caring for the mentally ill 
increases as the de-institutionalization process moves to this part of the world. The 
need to look into the impact that schizophrenia has on the caregivers thus becomes 
imminent.
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This study is the first of its kind in this country and has established several 
findings. Some are congruous with similar studies from other countries and others are 
new findings that may be peculiar to the caregivers here. Whatever these findings are, 
they have implications.
Validation of Instruments
Since the study of caregivers had not been undertaken previously, one of the 
purposes of this study was to select two instruments to be adapted for use in the local 
population and to validate these two instruments for use in the study. The two 
instruments that had been adapted and validated in this study were the Experience of 
Caregiving Inventory (ECI) and the Burden Assessment Scale (BAS). These two 
instruments in their original form in English and their translated Chinese versions 
were established to be valid, reliable and responsive in measuring the experience and 
burden of caregiving in the Singaporean caregivers of schizophrenic patients.
The validation of these two instruments could open up the avenue for more 
studies into caregiving experience and burden in this part of the world. More 
importantly, since the translated Chinese version was seen to have satisfactory 
psychometric properties, the instruments could be useful on the large Chinese 
speaking population found in the east. Also, since the original English version was 
found to be valid and reliable in the English speaking population in Singapore, it is 
likely that the instruments could be effectively used in other Asian countries where 
the culture is of some similarity.
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The Chinese versions of the ECI and BAS are less responsive because of the 
smaller sample size and this is indicative that further study in this area would be 
useful.
Impact on Caregiving: Extent of Burden
The findings of this study pointed to the presence of an impact of 
schizophrenia on the caregivers as indicated by the extent of the burden which 
included the psychological distress and objective and subjective burdens ( which 
included the negative caregiving experience since they were seen to be synonymous). 
In the area of psychological distress, the evidence was that  all the caregivers 
were affected, particularly, the caregivers who were Chinese, females and parents 
were more distressed. However, caregivers who were the most vulnerable were those 
who had a medical illness themselves.
The caregiving role has been assigned traditionally to women. As more than 
half of the caregivers were females and most of them being mothers, it is clear that in 
the instance of a sick child, it was the mother who carried the main and sometimes the 
sole responsibility for caring. Where there were other children, it was more likely the 
daughters who were more supportive of the mother and of the patient. However, once 
the daughters had married and left home to start families of their own, the mothers 
tended to feel reluctant to make any demands on them. Furthermore, adult children, be 
they sons or daughters, once they had left the parental home were unlikely to want to 
be involved in the caregiving because of concern over the patient’s odd behaviour and 
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the stigma attached to the illness. Many family members felt that distancing and 
severing of ties with the sick member would eliminate the stigma. Quite often, even if 
the sibling of the sick member wanted to be involved, his/her spouse would have 
preferred that they kept away.
Occasionally, other children in the family felt jealous of the patient, believing 
that the mother favoured the sick child with more time, energy and care. This was 
more so when these siblings grew up with the patient and during the growing years 
the mother had concentrated on the sick child and neglected the other children. The 
impact of this naturally created a rift between the siblings in their adult lives (Marsh, 
et al. 1993).
The parents’ especially the mothers’ vulnerability arose from the fact that 
parents were often seen to be more tolerant than spouses and siblings. The greater 
tolerance put them at greater risk to the demands of the patients who had the tendency 
to “bully” the weaker caregivers who gave in more readily (Pruchno and Patrick 
1999).
The self sacrificing and over indulgent behaviour of mothers as caregivers 
unknowingly added to their own distress. This sacrificing of their needs to look after 
their sick wards could lead to self neglect, the consequences of which could be the 
compromising of health leading to illness (Hobbs 1997).
Caregivers with illness were seen to be most distressed in this study. These 
caregivers had to bear the suffering of their own medical condition as well take care 
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of their sick ward. The double role of self care and patient care no doubt increased 
their psychological distress. The symptoms and pain associated with their medical 
condition would also impact on their caregiving role. Their abilities may be reduced 
resulting in their caregiving role being more difficult to handle. Not feeling physically 
fit and under normal circumstances may even be receiving care themselves, these 
caregivers were often seen to be struggling and at a great disadvantage. With the 
threat of an illness on their lives, the caregivers had the added worry that any 
disability or mortality on their part would have dire consequences for the patient left 
without a caregiver.
The objective burdens were substantial because all the patients in the study 
were living with their caregivers. There had been considerable agreements that 
caregivers were burdened by the demanding and often unsupported role of caregiving. 
They faced restriction in their social activities and had reduced social network of their 
own (Anderson and Lynch 1984) and they remained isolated in their own homes with 
few social contacts ( MacCarthy 1988). The stigma of mental illness being widespread 
contributed to their isolation (Kuipers et al. 1989). One caregiver, a mother lamented 
‘I like to go on outings with the Senior Citizens’ group but I dared not go. Why? 
Because I worry about my son’s safety, his ability to prepare his meals and take his 
medication. My son complained, saying: “go out and enjoy yourself, you don’t care 
about me”. So how can I go out without his approval? If I do, he gets angry with me 
and I feel guilty. I feel like his maid but even maids get an off day, not me, I feel as if 
I have no life of my own.’ (Quotation taken from an interview that the researcher had 
with a mother in the course of her work taken from case records).
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Financial and employment problems emphasized in a number of other studies 
( Hoenig and Hamilton 1966; Stevens 1972) were also experienced by the caregivers 
in this study. Financial hardship can affect the caregivers’ emotional well being and 
reduce the capacity to buy services and other practical items which help in the 
caregiving, as well as the social, therapeutic and recreational resources which enhance 
the quality of life of the caregiver, the recipient and other family members. Because 
schizophrenia typically occurred in early adulthood and was likely to affect long term 
earning and employment capacity, the burden became greater when the patient had 
been a breadwinner. If the caregiver had been dependent on the patient for financial 
support, the impact would be substantial when the patient could no longer continue 
with employment. Even if the patient could attempt some kind of employment, it 
would have to be a less demanding job than before and with reduced earnings. 
Oftentimes, the caregivers who were working, because of the demands of caregiving 
had to reduce the working hours, use various leave entitlements or take unpaid leave. 
They may also have to take less responsible jobs or miss training or opportunities for 
promotion. Such strains can make people consider quitting their jobs. Some 
eventually had to give up the job to look after the patient. The loss of potential 
earnings would be hard to estimate but at the very least, the family’s lifestyle was 
likely to be more impoverished than otherwise (Test and Stein 1980).
Family friction and arguments brought about by the illness were also seen as 
burdensome. Caregivers made various attributions about patients in an attempt to deal 
with day to day issues ( Brewin, MacCarthy, Duda and Vaughn 1991). The most 
common was to think of an individual as being difficult and to blame him/her for the 
behaviour. An alternative was to feel worried and upset and to alleviate this by 
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treating the patient as a child again. These two entirely understandable attitudes were 
encapsulated by ratings of criticism and emotional over-involvement, what is 
commonly referred to as expressed emotion. Many studies had found that high levels 
of burden and expressed emotions were related (Jackson, Smith and McGory 1990; 
Smith, Birchwood, Cochrane and George 1993;  Scazufca,  Kuipers 1993.). Family 
caregivers differed in their degree of expressed emotion. The primary caregiver may 
be the one with the highest degree of expressed emotion and that may affect not only 
the patient but also other family members who helped out with the caregiving 
resulting in family friction and quarrels and arguments.
Alternatively, the primary caregiver may have to deal with the high expressed 
emotions of another family member that may be seen as detrimental to the patient. 
This again could bring about disagreement. All these would surely add to the burden 
of the primary caregiver. A typical example would be that of a father who was at work 
during the day but when he got back in the evening tried to help out with the 
caregiving. But his highly critical attitude towards the patient could trigger off 
negative responses from the patient making it necessary for the primary caregiver 
(mother) to intervene to smoothen the situation. In doing so, the primary caregiver’s 
burden would be heightened. 
Another burden noted was the worry about the future. If the present was 
perceived as distressful then, the future would be seen as even worse for some of the 
caregivers. This burden of future guardianship was faced more acutely by the elderly 
caregivers who were very conscious that no one could take over the caring role when 
they were no longer around or when they became too incapacitated to do so. These 
144
older caregivers, parents in particular accepted that the caregiving task was too 
onerous to expect of their other adult children to do, nor do they see marriage as a 
viable possibility. One parent expressed: ‘I worry  if something should happen to me, 
no one will look after my daughter. She is so distanced from her siblings that none 
will come forward to care for her when I am gone. I do not blame them because after 
all they have their own lives to live and their own families to care for. Marriage is out 
for her as I do not think any man will want to marry her, also it won’t be fair for me to 
marry her off and let someone else care for her, she is after all my daughter.” 
(Quotation from a parent that the researcher interviewed in the course of social 
intervention and recorded in the case records).
Being trapped in the caregiving role with no sight of that role ending was 
another burden that caregivers had to shoulder. In a normal family, there would be a 
specific role for each family member so that responsibilities and tasks would be 
somewhat equally distributed. In a family where a member suffered from 
schizophrenia, it would be unlikely that this sick person be able to fulfill his/her role 
in the family, taking care of the tasks that were presented by that role. Some other 
family member would have to absorb this sick person’s role. Adding on to that, this 
sick person’s need for care would mean that another role would have to be created, 
that of the caregiver of the sick person. The primary caregiver in this study was that 
someone who had been assigned this caregiving role as well as likely taking over the 
role abandoned by the sick member in addition to his/her own role in the household. 
This triple role of the caregiver pushed him/her into an over demanding situation. 
Being landed in this over demanding situation with the caregiving part that seemed 
permanent can be a rather daunting thought for the person involved.
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It was often the guilt that parents harboured concerning their contribution to 
the illness in what they should or should not have done that resulted in their ready 
acceptance of the overloaded roles ( Barrowlough, Tarrier and Johnston 1996 ). Guilt 
also propelled these parental caregivers to want to do more for their sick offspring and 
eventually wearing them out altogether.
Ironically, the more they do for the patients, the greater the demands. The 
aggressive behaviour of the unwell patients often pushed the caregivers to give in to 
even the most unreasonable demands often out of fear of physical harm to themselves. 
All in all, the extent of the impact seen in the psychological distress and the 
objective and subjective burdens had been considerable and certainly reduced the 
quality of life in the caregivers.
 There had been some positive aspects to the caregiving noted in the study. 
These although helped to make caregiving more meaningful were however not 
enough to compensate the overall burden.
Factors that influence caregiving burden
The findings of this study also showed that there were factors that could 
influence the extent of the psychological distress and the burden on the caregivers. 
What were seen to worsen the burden were the higher treatment expenses and the 
number of psychiatric symptoms in the patient. Conversely, support, atypical 
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medications and the admission of the patient to a psychiatric ward were seen to help 
ease the burden.
Inadvertently the higher expenses on treatment would deplete the financial 
resources of caregiver, given that the illness would have also cost the patient his/her 
job if he/she had been working. Whether the caregiver was earning an income or 
dependent on some other sources for income, an increase in the treatment expenses of 
the patient would not improve the already impoverished circumstances caused by the 
illness. The typical local scene would be the unemployed caregiver depending on 
income from a spouse, an offspring other than the patient or even a sibling. This most 
likely would be a regular amount just enough for ordinary expenses. An increase in 
the treatment cost of the patient would mean less left for other needs. Trying to budget 
from what was insufficient was noted to increase the burden.
The more psychiatric symptoms that the patient were seen to be manifesting 
could be translated to a more difficult patient to manage. The different symptoms that 
the patient was measured ranged from active to passive symptoms. Whatever these 
symptoms were, they affected the caregivers and worsened the burden.
As reported in other literature too, support for the caregivers improved the 
extent of their burden. The type of support did not matter, be it support of the formal 
type from professionals or informal support from relatives and friends, such support 
helped the caregivers to cope better. Thus it seemed imperative that support be made 
available for those caregivers who do not have their own network of support.
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The use of atypical medication was also seen as a factor in this study that 
reduced the negative caregiving experience or burden. Atypical medications were the 
newer types of medications in the market, like risperidone, clozapine and olanzapine 
just to name a few. These, unlike the typical anti-psychotic that had been in use in the 
past are known to produce less side-effects and thus improved the quality of life for 
the patients. With reduced side effects, the patients might be better functioning and 
less of a problem for the caregivers making caregiving less burdensome. Although 
atypical medications were more expensive, it appeared that the benefits were able to 
outweigh the higher cost of the atypical medication and overall did not increase the 
burden, but rather improved it.
The other factor which was a new finding in this study was that the admission 
of the patient to a psychiatric ward increased the positive caregiving experience for 
the caregiver. A patient who was admitted to a psychiatric ward was probably 
relapsing. In a relapsing state, it was likely that the patient would likely be exhibiting 
more psychiatric symptoms and difficult behaviour. However, on his admission, the 
care would be transferred to the hospital staff, relieving the caregiver. The caregiver 
thus got a reprieve easing off the burden. With the patient in the hospital, the 
caregiver’s role would be reduced to a visit in the ward for a short duration and 
allowing the caregiver much respite. This break eased the psychological distress and 
burden, so caregiving could then be viewed more positively. Respite for the 
caregivers could be seen as an important factor that could influence burden.
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Positive aspects of caregiving
Caregiving is not entirely all negative and burdensome. There are to be 
considered the positive aspects of caregiving with its benefits. Indeed, helping in all of 
its manifestations including caregiving is a critical facet of human interaction. As in 
the case of other interpersonal behaviour, however, apparently identical acts of 
caregiving and other forms of helping may be prompted by different motives and may 
have widely diverse consequences. Motivation may be egoistic stemming from 
anticipation of extrinsic positive consequences such as praise or because extrinsic 
negative consequences are expected if one fails to comply with implicit or explicit 
norms or demands. On the other hand, the caregiver may be motivated by genuine 
empathic concern wherein the comfort and safety of another is the foremost 
consideration. In this latter instance, the caregiving may be said to be altruistically 
motivated. 
Therefore, caregivers do sometimes benefit by caring for the loved ones in 
a way that they wish, thereby eliminating worry about the type of care other people 
are providing. Caregivers believe they are contributing to the quality of their care 
receiver’s life because most people prefer home care to residential facility or hospital. 
Caregivers feel satisfied that they have proved their love through their caring. They 
experience pride in doing a good job. Some believe they become stronger people as a 
result of their caregiving experience ( Wikler, Wasaw, & Hatfield, 1983). Just as 
parents of normal children experience pride and joy in their children’s 
accomplishments, caregivers experience those feelings when an impaired family 
member is able to maintain a level of functioning for some time and participate in 
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family interactions. Other family members benefit from caregiving experience by 
feeling secure in strong kinship system. They know they too can depend on other 
family members for help when required.
Comparison of short term and long term caregivers
The final part of the study which looked at the difference between short term 
and long term caregivers found that the short term caregivers were worse off and had 
greater psychological distress and burden.
Short term caregivers were new in their caregiving roles. Most would still be 
struggling with the understanding of the illness and how best to manage the patient. 
The disbelief and denial of the mental illness and the perceived stigma and shame of 
the short term caregivers add to their distress. Their expectations on quick recovery of 
the patient gave way to despair when the recovery progress was seen to be slow and 
halting. The short term caregivers were more likely to put in a lot more of their 
resources into the care since the hope of recovery was still strong. The depletion of 
resources resulted in a greater burden and more psychological distress. In contrast, the 
long term caregivers had with time learnt to accept the illness and its consequences. 
The experience gained over the longer period of caregiving helped ease the burden for 
them. More importantly, the long term caregivers developed coping which would be 
the answer to an easier caregiving role.
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Coping in the Caregiver
People cope with life difficulties through the use of social resources, 
psychological resources and specific coping responses. Resources do not refer to what 
people do but to what is available to them in developing their coping repertoires 
( Pearlin & Schooler, 1984). Social resources are represented in the interpersonal 
networks of which people are a part and which are a potential source of crucial 
supports, like family, friends, colleagues, neighbours and even voluntary agencies. 
The general psychological resources are the personality characteristics that people 
draw upon to help them withstand the threats posed by events and objects in their 
environment. These resources residing within the self can be formidable barriers to 
the stressful consequences of social strain. Two good examples would be self esteem 
and mastery. Self esteem refers to the positiveness of one’s attitude toward oneself 
while mastery is the extent to which one regards one’s life changes as under one’s 
own control (Noh and Turner 1987). Specific coping responses represent some of the 
things people do, their concrete efforts to deal with the life strains they encountered in 
their different roles. Such responses may indeed be influenced by the psychological 
resources of the individual and the social resources available, but by and large they 
are really independent.
Using a combination of social and psychological resources, most
caregivers sought an adjustment by reducing their expectations of the patient and by 
reassigning the responsibility formerly assumed by the patient to other family 
members. This was particularly likely to occur when there was another family 
member able to act as a functional equivalent. This explained why there was less 
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distress and burden in this study when the caregiver is married and there is a spouse 
who could assume the economic responsibility abandoned by the patient (Cook, 
Hoffschmidt, Cohler and Pickett 1992).
In terms of the specific coping response, the social psychological styles 
employed by different caregivers to deal with the bizarre behaviour of the loved one 
are varied and complex. Sampson (1962) looked at families in which the wife was 
eventually hospitalized for schizophrenia. They detected two types of family 
responses in that kind of situation. In the first scenario, the marital relationship was 
characterized by the mutual withdrawal of husband and wife and the construction of 
separate worlds of  compensatory involvement. This usually took the form of the 
husband becoming increasingly involved in his work or other interest outside the 
marriage. Over time, the husband became even less concerned with his wife’s 
behaviour and accepted it as a matter of course. In the local context, it was usually the 
sick person’s (wife in this instance) family of origin that would have come in to look 
after her. Most often, it would be her parents and to a lesser extent her siblings who 
took up the caregiving responsibility. That explained why the patient who is married 
brought less burden to the spouse caregiver or the parental caregiver who had the 
support of one another.
The second type of family response differed from the first type in that the 
family life was organized around the presence of a maternal figure (wife’s mother) 
who took over the wife’s domestic and child rearing function. The wife’s mother 
established a relationship with her daughter (the patient) emotionally based on her 
helplessness Levin, (Sinclair and Gorbach 1983). The husband on the other hand 
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withdrew to the periphery of the family system, leaving the wife and mother bond in a 
symbiotic interdependency. In this way, the husband would be relieved from many of 
the responsibilities. His caregiving role would no doubt be less stressful and 
burdensome.
Sometime at the onset of illness, the caregiver may make adjustment on the 
expectation for the patient’s adaptation which would be dependent on the threshold 
point. Threshold tolerance varied from one person to another, the differences being 
based on the relationship and the period of caregiving. Spouses were known to 
tolerate less from their mates than parents from their children. 
In schizophrenia, the caregiver would be faced with the effect of a perpetually 
symptomatic family member where disability increased in a stepwise or progressive 
fashion. Periods of relief from the demands of the illness tended to be minimal. 
Continued adaptation and role change would be implicit. Increasing strains in the 
family caregiver caused by both the risk of exhaustion and the continual addition of 
new caretaking  tasks over time must be considered. Because of the relapsing nature 
of schizophrenia, there would be a somewhat different sort of family adaptability. The 
episodic nature of the illness may require a flexibility that permitted movement back 
and forth between two the forms of family organization. Tracking the caregiver’s 
coping abilities in the crisis/acute and chronic phase of the illness would highlight 
complications in adaptation related to the different points in the patient’s and the 
caregiver’s life course.
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Life course perspective and issues of caregivers
The effects of mental illness in families including the challenges posed by 
caregiving may best be understood if placed in the context of the normal 
developmental tasks faced by individuals. Although a life course perspective 
represents the most common application of the temporal perspective, consideration of 
temporal dimensions also may include the stages of the illness, acute or chronic in 
schizophrenia, family life stage and historical and cohort influences, Hareven (1982).
The introduction of a temporal dimension provides information on 
developmental and life cycle issues on the one hand and points to the dynamic nature 
of the caregiving process on the other. A temporal framework enables one to look at 
both continuity and change across the life span. To illustrate the value of considering 
temporal context of caregiving, the developmental stages of the caregivers  will be 
discussed. Consideration of the temporal dimension also can link caregiving to what 
has been termed ‘developmental time’ by Kahana, et al. 1994. ‘Developmental time’ 
relates to the impact of the timing of caregiving roles in the individual development 
life cycle of the caregivers and care receivers. The extent of positive or negative 
effects of caregiving will depend largely on the number of important role demands 
shared by the caregiver and care receiver, on the timing of these demands and on the 
context in which they occurred. The life course perspective is especially attuned to the 
historical influences on individual roles, such as the changing demography of people’s 
lives. One unique feature of the life course perspective is that it focuses on the 
interplay between transitions and trajectories in roles, events and identities throughout 
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a person’s lifetime. The life course is characterized by a set of interconnected 
trajectories linked by events such as birth, entry into school , marriage, birth of first 
and last child and so on that marks transitions to and from their trajectories (Elder, 
1992).
The stresses inherent in caregiving are tied to another concept central to the 
life course: the normative versus non normative timing of events. Some researchers 
contend that it is not necessarily the number of roles that most strongly affect a 
caregiver’s well being, but whether the roles are normative in terms of age and gender 
( Menaghan, 1989). The concept of being ‘on time’ is present when events follow a 
culturally prescribed sequence and duration (Hagestad, 1990). Becoming a caregiver 
to an adult person with schizophrenia would be considered an ‘off time’ event and 
may result in stress caused by the anomic or dissonant nature of the caregiving event.
It is useful to note that in considering caregiving through the life course, the 
relationships of caregivers to the care receivers often are systematically related to the 
age and life stages.
Childhood caregiving
The child in this context can be considered as a potential helper to the primary 
caregiver rather than the primary caregiver per se. The youngest caregiver in this 
study was 19 years old so childhood caregiving would not be an issue of concern in 
this study and would not be discussed.
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Young adulthood caregiving
The stage of young adulthood presents greater opportunities for considering 
caregiver’s role for a schizophrenic parent or sibling or in rarer instances, a spouse. 
The adult is mature, in command of self and capable of negotiating with authority 
figures, bureaucracies and service organizations. Physical, cognitive and social 
maturity enable the young adult to successfully perform the caregiving tasks. Feelings 
of enhanced self esteem and competence ensure such successful coping. However, 
potentially problematic issues include the effects of being a caregiver on mastery of 
the intimacy stage of young adulthood. Thus, the emotional investment as well as the 
time involved in caregiving on the part of the young adult to a non spousal family 
member may adversely affect the successful working through of the Eriksonian stage 
of intimacy ( Erikson and Erikson 1987). Often successful intimacy is promoted by 
the young adult being involved in relationships with the opposite sex through 
socializing and the dating process with the ultimate goal of selecting a life partner in 
marriage. When a young adult is immersed in the caregiving of a parent or sibling, the 
above process may very well be compromised. The young adult may feel resentful 
over the caregiving or guilty if he neglected the caregiving to invest in his/her 
socializing activities. Young adult caregivers also face the burden of having to 
compromise work commitments and career prospects with economic consequences if 
caregiving becomes too demanding.
In this study, the young adult caregivers were either the children looking after 
their sick parents or sibling caregivers. In both groups, it was usually a taking over of 
care. The child caregiver could have inherited the caregiving of a parent from the 
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other parent who could be for whatever reasons no longer able to continue with the 
caregiving or the sibling who had to take over the caregiving most likely from a 
parental caregiver who was no longer around or no longer able to do the caregiving. 
This young adult group was a smaller group of better educated caregivers who were 
seen to be more burdened because of the newly acquired role. Their sense of burden 
will be seen in the interruption of the normal adult life transition of career 
advancement, active social life leading to choosing a life partner, marriage and 
children. All these potentials may be compromised on taking over the caregiving role. 
In the local scene, very often, it is one particular child/sibling, an unmarried daughter 
or sister who assumed the role with little support from other children or siblings who 
managed to get away. Some relatives even severed ties so as not to be burdened, 
whilst others remained in the distance giving more problems to the caregiver through 
their criticisms and unrealistic demands on the caregiver supposedly on the behalf of 
the care receiver.
Midlife caregiving
Being an adult caregiver to a sick child is within the range of adult child 
rearing behaviour. At the same time, it presents additional challenges to the parents in 
their stages of psychosocial development. Parental success at this stage is related to 
having raised children to become mature and functioning adults. Parents of 
schizophrenic children have to work through their own feelings regarding this stage of 
guilt and unfulfilledness as parents. The feelings of loss are intensified in this stage 
when parents realized that the illness will incapacitate the adult child for life and all 
hopes for the child’s future dimmed. Midlife parents who sacrificed their career 
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prospects to become caregivers may feel the same resentment as the young adult 
caregivers. 
Caregiving during midlife may also result in uplifts that are congruent with 
generation or nurturant orientation. At the same time, the middle aged caregiver of the 
adult child or spouse or even sibling may also face a ‘double jeopardy’ as caring for 
elderly parents constitutes a normative expectation at this life stage (Brody, 1985). 
Sometimes, at the later part of this stage, caregivers may have achieved some 
adaptation and acceptance of their roles. This adaptation and acceptance could very 
well result in the easing of caregiving burden.
The midlife caregivers in this study were the spousal caregivers and the 
parental caregivers. Generally this group faced less burden because of the availability 
of support. In the case of the spousal caregiver, in this stage of life, the children would 
have become young adults and able to help out in some ways. In the parental group, 
the other parent as well as the grown siblings of the patient would also be available to 
assist in some ways.
Among the younger midlife caregivers could be some spouses. The 
consideration of divorce may happen. Locally, this option applied more to the male 
caregivers and the female patient then becomes the responsibility of the parents. The 
female spouse is more likely in the local situation to persevere with the caregiving and 
the bringing up of the children with the support of the parents and the in-laws. The 
finding as discussed earlier saw the married patient as less of a burden to the caregiver 
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because of the available help from parents and in-laws and the option of a divorce in 
the worst scenario.
Old age caregiving
Issues of integrity versus a feeling of general despair may have to be worked 
through as one enters old age. Parents of schizophrenic patients may be haunted by 
feelings of uncompleted or unsuccessful parenthood at this late stage of life ( Pickett, 
Cook, and Cohler 1994).  The older caregiver’s feelings of generational continuity or 
perpetuity through one’s children which may be viewed as an important component of 
integrity may be threatened if the patient is an only son or only child. Challenges to 
ego integrity may occur among elderly who are confronted with caregiving for a 
spouse or adult offspring. In the case of the latter, an important issue for the elderly 
caregivers is one of future care and guardianship for the offspring once they are no 
longer able or around to provide that. This worry can increase the burden. Other than 
that, most caregivers at this stage, having gone through several years of caregiving 
would have been resigned to the situation, learnt to cope and even come to look upon 
their wards as companions. In the best of scenarios, reciprocal help can be expected  
between the caregiver and the patient. Caregiving burden can be seen as lighter if the 
caregivers remain free from illness themselves. However, illness in the older 
caregivers would inevitably lead to a greater sense of burden in the caregivers as 
previously mentioned.
The sample of old age caregivers in this sample most likely point to a 
widowed parent looking after an older adult child who is the only child left in the 
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parental home. Although resignation was apparent and acceptance had set in, this 
group of older caregivers had a different set of problems to contend with. The top 
most worry would be the depletion of resources, both financial and emotional. From 
the financial perspective, savings would be depleting as all that the caregiver had 
would be shared by the patient who usually takes the lion’s share for his treatment. 
Quite often, the siblings do not mind contributing towards the maintenance of the 
elderly parent but resented having to support the sick sibling as well. In the more 
desperate local situations, state welfare comes in to assist. Usually the elderly parental 
caregiver shared whatever financial resources available with the sick adult child. 
Emotionally, it is not uncommon to find the elderly caregiver burnt out and with less 
ability to care. That is when we sometimes find that the sick child becomes the 
companion of the elderly caregiver and may even be capable of helping out with the 
simpler household chores. This may ease the burden of the elderly caregiver.
An important issue among the elderly caregivers is the transfer of care. 
Locally most of the elderly caregivers do not mind continuing with the care of their 
sick adult ward for as long as they are around, but they worry about the transferring of 
care when they have to relinquish their caregiving roles. Many of the elderly 
caregivers craved for some kind of reassurance from the professionals that their wards 
can be registered for a place in a residential facility to be made available when the 
time comes. Such assurances go a long way to provide them with the peace of mind 
and the determination to carry on their caregiving for as long as their abilities permit.
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Implications on Caregiving
Despite the knowledge of the extent of burden on caregivers, it is clear that 
family caregivers remained the main people looking after the patients with 
schizophrenia. This is because the family caregivers potentially provide a ‘normal’ 
and caring environment for the patients, one in which social recovery can be 
considerably enhanced. The issue then is how to recognize and balance the demands 
and costs of the caring role (Noh & Turner, 1987) with its undoubted benefits for the 
patients in terms of support and company. Caregivers can easily feel overburdened 
and exploited because of a lack of community alternatives (Lefley, 1987)
Caregivers who are caring for a relative with schizophrenia also have needs in 
their own right that ought to be addressed for at least two reasons. Firstly, the more 
able the caregivers are to provide a positive caring environment for the patients, the 
better the mental health that the patients are likely to enjoy. Secondly, if the family 
care breaks down, then the official services may have to take over, an alternative that 
is costly and generally not in the best interest of the patients in the long run.
The conventional roles of the caregivers were that they were required to 
describe symptoms and individual and family history but beyond that they were seen 
to have little to contribute apart from possibly ensuring that the patients take their 
medication. They were benignly ignored. If policy views relatives as caregivers then a 
model for this role involvement has to be developed based on the services that might 
be necessary and how they might be delivered. Twigg and Atkin 1991 suggested four 
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different models of caregiving: 1) caregivers as resources, 2) as co-workers, 3) as co-
clients and 4) as superceded caregivers.
The first model is reflected in the Griffith’s (1988) Report and the White 
Paper, ‘Caring for People’ when they refer to care by relatives as the national order of 
things. Caregivers are taken for granted, services are centred on the sick patient with 
little thought being given to the needs or well being of the caregiver. This model puts 
little emphasis on the needs of the caregivers as they are expected to fit into the 
caregiving role. This model was very much the practice in the earlier days in the local 
context. It had led to the abandonment of the patients when the caregivers could no 
longer cope. The consequence was the necessary expansion of the psychiatric hospital 
to take in more patients abandoned by caregivers.
The second model, caregivers as co-workers is essentially instrumental: 
agencies aim to maintain and improve informal care by recognizing some of the needs 
of the caregivers particularly regarding morale, assuming that good morale increases 
the likelihood that care will continue. Education for caregivers with schizophrenia 
may fall into this category when it aims to make care more appropriate. This has 
consequences for the type of services provided.  Caregivers may have been used to 
monitor the signs of relapse (Birchwood et al. 1989) since this required close 
observation of the patient. The burden of responsibility on the caregiver and the 
patient to recognize and diagnose the early relapse process had been noted.  
MacCarthy (1988) described a convergence of views in family therapy to the situation 
where relatives ‘were enlisted as therapeutic agents’, working alongside professionals 
and sharing their aims. Although it was accepted that caregivers would require 
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services of some kind, they were seen to have made an adjustment to their role and 
thus not required continual intensive input. This may well be true but it begs the 
question of how far caregivers had a choice in accepting this long term role. 
MacCarthy (1988) concluded that family work should focus on the caregivers’ 
independent needs as much as on factors which facilitated the patient’s adjustment if 
they were not to be an exploited resource in the network of community care.
This model, unlike the first had some consideration for the caregivers. 
Recruiting them as partners in caregiving raised their status and acknowledged their 
contributions. At the same time, the patients may be better cared for when their 
caregivers receive some help and support. In the local context, this model has been in 
place for a while alongside other models. This model is very much in practice in the 
local context where the first line of care is still very much by the relatives, although 
resources to support the caregivers are fast developing. Caregivers are educated on the 
illness and taught coping strategies to better manage the patients at home. They are 
taught to look out for relapse in the illness and to see to the patients’ compliance with 
medication. Caregivers often accompanied the patients for their medical follow up 
and reported to the psychiatrists any problematic symptomatology so that early 
relapse can be contained. However with the higher  expectations of caregivers, this 
model standing on its own may not be adequate.
This led to the consideration of the third model of caregivers as co-clients. In 
the third model, caregivers become ‘indirect clients’, a legitimate focus for support 
and services. This can cause confusion within the health services where the status of 
the patient is clear in the formal sense of defining the relationship to services, staff 
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and treatment as well as a legal relationship between the doctor and the patient. It 
might be problematic to refer the caregivers as co-patients unless the ‘whole family 
deviance model’ is being employed. The health professionals may be unable to meet 
recognized needs of the caregivers under a service aimed at the treatment and 
rehabilitation of illness unless such services are designated as preventive medicine 
(Atkinson & Coia, 1991). The boundary between social care and health care is not 
distinct, where this line is drawn can vary from one caregiver to another depending on 
many factors.
The implication of the third model to treat the caregivers as co-clients in the 
local context may not be too welcomed by the caregivers themselves. The connotation 
of a ‘client’ status can be interpreted by people that the caregivers are also not well 
and in need of services like their sick relatives. This may not be acceptable to most 
caregivers locally because of the stigma and because caregivers view themselves as 
normal unlike the patients they are caring for. To include the caregivers as co-clients 
would certainly mean an expansion of services for this new client group. Translated 
into monetary terms, this can result in additional cost that the hospital may have 
difficulty containing. In its moderated form, however, this third model could be 
subsumed under prophylactic or preventive services for the caregivers.
In the fourth or last model, support and services are provided for the 
dependent person, that is the patient, but with the aim of making him/her independent 
and thus not reliant on the services of the caregiver. This model comes into focus 
most frequently when caregivers are parents, particularly elderly parents and the 
patient has to look to a future without them.
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It would be difficult to adopt fully the fourth model in the local setting. It 
would be too costly to provide for each individual patient the level of rehabilitation 
that would make them completely independent and able to function on their own. In 
reality, there will always be a group that will need the support of caregivers. Thus the 
support of caregivers can never be dispensed with.
Looking at the local context, the current practice is a changing one. The Asian 
culture emphasizes strong family supporting the care of the patients, so there will 
always be a place for the caregivers. There is the acknowledgement that the caregivers 
needed support and services to help them do a better and more effective job. At the 
same time, there is also the trend towards a more robust rehabilitation programme for 
the patients to help them gain the competence for individual living. A robust 
rehabilitation would entail patients being trained to manage effectively the activities 
of daily living at the most basic level. The next level would be to prepare those who 
are not able to compete in the open job market for sheltered work. The last level is to 
train and rehabilitate the better patients for open employment and independent living. 
This means that, locally, the practice is not a single model but a combination of 
models in different proportions. This will be ever changing depending on the 
development of the mental health service in general.
Depending on which model of care is used and how wide the net of caregivers 
is cast, people can become disenfranchised by moving from the first two wider 
models to the last two narrower models. Policy moves from one model to another as 
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suits its purpose. Whatever model prevailed, relatives as caregivers have always been 
aware of the ambiguity of their positions.
Caregivers’ needs and service provision
Having established that caregivers could not relinquish their caregiving roles 
and that these roles came with a surmountable degree of psychological distress and 
burden, though there were factors that could influence the distress and burden, the 
implication for services is in order to reduce the burden by meeting the caregivers’ 
needs. Taking care of the caregivers’ needs would help make caregiving easier and 
less burdensome. In this way, they can continue with their caregiving with less 
suffering. Richardson, Unell and Aston (1989) very aptly summed up these ten needs 
of caregivers:
1. Recognition of their contribution and of their own needs as individuals in their 
own rights.
2. Services tailored to their individual circumstances, needs and views through 
discussions at the time help is being planned
3. Services which reflect an awareness of differing racial, cultural and religious 
backgrounds and values, equally accessible to caregivers of every race and 
ethnic origin.
4. Opportunities for a break, both short spells ( an afternoon) and for longer 
periods ( a week or more) to relax and have time for themselves.
5. Practical help to lighten the tasks of caring, including domestic help, home 
adaptations, incontinence services and help with transportation.
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6. Someone to talk to about their own emotional needs, at the outset of caring, 
while they are caring and when the caring task is over.
7. Information about available benefits and services as well as how to cope with 
the particular condition of the person cared for.
8. An income which covers the costs of caring and which does not preclude the 
caregivers taking employment or sharing care with other people.
9. Opportunities to explore alternatives to family care both for the immediate and 
long term future.
10. Services designed through consultation with the caregivers, at all levels of 
policy planning.
As in any form of service performed, even if it is service to loved ones, 
recognition of its value is essential. Caregivers need to feel a sense of appreciation for 
the caregiving, if not by the care receiver then possibly by other family members and 
certainly by the mental health professionals in the form of reassurance that they are 
indeed doing a good job. The recognition that caregivers also have the right to get the 
necessary help as needed either from the professionals or other sources is crucial. This 
appreciation of their invaluable contribution in caring for their loved one together 
with the knowledge that help is readily available is an encouragement to spur the 
caregivers on in their tireless task and to slow down the otherwise inevitable burn out 
in them. A successful partnership with caregivers is now seen as essential, Unell 
(1993).
With the caregivers being so varied in so many ways, the services available 
167
must be just as varied and flexible to fit into each individual caregiver’s requirements 
as indicated, in other words, a personalized service at the timing of choice would be 
ideal. In other words, the caregivers should not be fitted into what is available in terms 
of services, but rather, the service should be adapted to meet the special needs of the 
individual caregiver. In practice, the treatment team should assess each caregiver 
carefully and then recommend the services that best fits the circumstances.
In a multi racial society like Singapore, the different cultural and 
religious backgrounds of the caregivers, together with the accompanying values must 
be observed by the service providers. What is seen as useful and effective for one 
ethnic group of caregivers may not be so for another group. Service providers to be 
effective must be sensitive to the diverse cultural differences and take that into 
consideration.
Complementing respite care with other services may also be of benefit to high 
intensity caregivers, (Carling 1996). Respite as a valued service would include relief 
from caregiving both short term or longer term, whether the caregiver needed time off 
to run personal errands or to take a much needed vacation, the availability of a 
holding place to look after the patient during that time will be a welcomed service. 
Ideally, the hospital, day care centres, half way houses could look into offering such 
respite services with immediacy and minimum red tape procedures.
As caregiving can be very tiring for caregivers especially the older group, 
practical assistance of any form can be viewed as helpful in lightening the mundane 
tasks which added up may be burdensome. Volunteers helping with running errands, 
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domestic chores and escorting the patient for follow up medical treatment could 
relieve the caregiver to a large extent.
Well trained volunteers could also double up as confidantes for lonely 
caregivers to unload some of their emotional upheavals. Of course professionals may 
be able to provide a better service in this area through individual sessions or through 
the facilitating of support groups for these caregivers.
Psychoeducation is known to very useful for caregivers. The understanding 
of the illness, its treatment and coping strategies to manage particular difficult care 
situations will certainly prepare the caregivers for the long haul in caregiving. The 
regular updating of information through regular psychoeducation will not only keep 
the caregivers well informed but also act as reminders. Knowing the illness and being 
on the alert for signs of relapse can be a great  help for all concerned in the treatment  
and care of the patient.
Resources of all kinds, financial, residential care and others for the 
patients and the caregivers should be made available to help the caregivers. Such 
resources aptly tapped can reduce the psychological distress and burden for the 
caregivers. 
It is not necessary to merely address the caregivers’ needs in terms of burden, 
both objective and subjective but to view them as problems affecting any family 
member who lives with someone suffering from schizophrenia and those problems 
which are specific to the caring role.
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Services for the caregivers need to exist at three levels: specific services for 
the caregivers, by-products of services for the patient and global assumptions, rules 
and resource practice (Twigg and Atkin 1991). The last one encompasses all the 
assumptions which service providers make about caregivers, including their 
availability, duties and likely involvement. These assumptions are important because 
to some extent services are structured to meet their needs.
If, as it increasingly seems, the policy is to acknowledge that relatives must be 
included both as recipients of services and also as part of the caring team, then they 
must be seen as part of a management triad, along with the patient and a key staff 
member. This in the real situation is hardly possible in view of staff constraints.
The fact that informal care by families existed before formal provision of care 
meant that although there may be substitution between the two systems, preference is 
given to informal care, especially in social care, Unell (1993).
As informal caregivers, family caregivers are in a very essential way 
‘uncommandable’ resources in that policy cannot turn such care on and off at will. 
Kinship is the most common incentive for the caregiving and there is little evidence 
that others like neighbours and the wider community are, or will be prepared to fall 
quickly into the role of the informal caregiver. Although pressure may come from the 
caregivers and their own sense of duty, from other relatives, or even from the 
professional staff, there is a sense in which service providers cannot control this 
resource, nor can they direct it, they can only perhaps nurture it.
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When caregivers come to be viewed as co-workers, the inherent difference 
between formal and informal services are highlighted. Formal services are 
universalistic, objective and emotionally neutral, governed by rules and assessment of 
situations rather than by personal characteristics and derive from formal knowledge 
and skills based in professional training. In contrast, informal care is individualistic, 
subjective, emotionally laden, often characterized by long term reciprocity or 
inalienable relationships and by ascribed status judgments and derive from a 
knowledge base of daily experience which, it is assumed is open to and accessible by 
everyone (Abrams 1977).
It is not surprising that the two systems often sit uneasily together. There are 
indeed differences in relationship between informal caregivers and health and social 
agencies. The knowledge base in medicine and healthcare is probably seen as more 
evident. This may be important since we frequently hear caregivers’ groups refer to 
families as ‘the real experts’. The very real knowledge and expertise of families in day 
to day management must somehow come together with the more specialized, 
professional knowledge of treatment and rehabilitation. For a real working partnership 
to develop between professionals and families, both sides have to recognize and 
accept the expertise of the other and also the advantages and limitations of both the 
formal and informal roles. Here the pivotal role falls on the medical social workers to 
represent the organization of the formal group.
171
CHAPTER NINE:  KEY FINDINGS AND THEIR IMPLICATIONS FOR 
SERVICES DELIVERY TO CAREGIVERS
Introduction
The de-institutionalization process which is becoming an acceptable 
worldwide phenomenon does have social implications for the seriously mentally ill, 
their families and the community. Caregivers are not spared this new direction in the 
mental health service delivery and this has brought about much concern. Since 
discharge and community living have become the order of the day, the best that can 
be done to make that less difficult for the patients and their caregivers is to develop 
services to see them through the complexities. Service delivery to the patients and 
their caregivers cannot be complete without many of the services being community 
based and readily accessible to the potential users.
Key Findings
It can be confirmed that schizophrenia had an impact on its caregivers. The 
impact is largely negative as seen in the caregivers suffering significant psychological 
distress and burden. As a group, these caregivers reported poor psychological health 
bordering on minor psychiatric morbidity and were seen to be burdened objectively 
and subjectively. The higher educated were more burdened and so also were parents 
as caregivers. The worst affected caregivers were the females, the Chinese and 
especially those caregivers who were suffering from a medical illness. 
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The study also found that prolonged caregiving did not increase the burden as 
expected and that it was the short term caregivers who were more distressed and 
burdened. There is also the positive aspect of caregiving seen in the caregivers’ 
achieving self realization and feeling useful in having contributed to the patient’s well 
being.
In looking at the factors that influenced burden, the study found similarities 
with other studies like support from both formal from healthcare professionals and 
informal from relatives, friends and others reduced the burden More symptoms in the 
patients bring about more burden for the caregivers
There were some new findings not reported in the literature. These findings 
were: caregivers of married patients were less burdened, the patients’ admission to a 
psychiatric ward resulted in less burden to the caregivers and higher expenses in 
treatment increased the burden.
In comparing the two groups of caregivers, the long term and the short term, 
the findings showed that the long term caregivers were older, unemployed, mainly 
females and caring for older patients. The short term caregivers were younger and 
more of them were employed. More importantly, the findings pointed to the short 
term caregivers as being the more burdened group.
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Implication for Services
Mental health policies vary considerably not only from country to country but 
also from time to time. From the key findings, this research can attempt to draw 
together a number of implications in terms of services for caregivers. In the 
consideration of the provision of services, the following underlying principles can be 
used:
1. a positive regard for the caregivers and the important social role they play
2. attributing to the caregivers a specific independent client status alongside the 
patients because of the psychological distress and the burden that arises from 
their caregiving roles
3. a preventive approach to providing information and engaging supports, both 
formal and informal
4. a coordinated approach to the provision of services
5. a multiple and comprehensive range of community based services that will 
improve the caregivers’ well being
6. the life stage of the caregiver and the patient, their cultural background be 
taken into consideration
7. flexibility in the service provision in view of the diversity of circumstances 
and the changing nature of their needs over time
8. an updated data base of the caregivers be maintained for the planning of 
policies
9. recognition that the caregivers of schizophrenic patients have needs that may 
be common with other caregivers
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10. a regular review of the caregivers’ needs from a holistic perspective.
Strategies to support Caregivers
Having looked at the findings which pointed to psychological distress and burden 
in all the caregivers with some groups being more affected, it is then crucial to ensure 
that these caregivers receive adequate support in terms of services. The following 
domains have been identified to have implications for service delivery
1. Mobilizing of informal support
2. Provision of formal support
3. Information and education
4. Financial assistance
5. Employment assistance
6. Promotion of community based services
Given the heterogeneous nature of the caregiver population, strategies across
these domains may have to be wide ranging from those that apply to all caregivers of 
schizophrenic patients and others that are relevant to specific groups like those found 
to be more vulnerable. All the above services do incur a cost. If the costs for these 
services are high, then caregivers will not be able to gain access to them. Thus 
services should be organized on an affordable basis.
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Mobilizing informal support
Since support in any form was found to be helpful in easing burden (Magliano, 
2000;  Scazufca and Kuipers, 1999;  Brown & Birtwistle, 1998), mobilizing such 
support for the caregivers would be seen as essential. Social support has been 
considered as a significant factor in buffering caregiver stress in severe mental illness 
(Potasznik and Nelson 1984). Social support serves as a protective factor that 
facilitates coping and family functioning, thus reducing the deleterious effects of 
social and environmental stressors.
Family and Friends 
Many caregivers do have other family members and friends even though they 
may not be tapped for assistance for whatever reasons. As it is evident that informal 
support appeared to provide an emotional buffer for caregivers and thereby reducing 
the burden, mental health professionals like social workers should actively mobilize 
the family network and link the caregiver to other informal supports if the former is 
not available. Caregivers may not feel comfortable about calling upon family 
members and relatives for support for fear of rejection. The social workers could 
intervene on their behalf to garner this support for the caregivers. Being the neutral 
people, they could take the rebuff better if help could not be forthcoming from this 
source and could then look elsewhere for this crucial informal support. However, if 
the social workers succeed in recruiting support from the familial network, such 
support will go a long way in helping the primary caregiver in reducing the distress 
and burden that accompanied the caregiving role. Besides families and relatives, 
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informal support can also be found in friends, neighbours and colleagues. Such 
informal support outside of the family circle are seen to be just as beneficial.
Self help support groups and voluntary organizations
When familial networks and support from friends, neighbours and colleagues 
are not available, the caregivers could benefit from self help family support groups 
and voluntary  organizations which the mental health professionals can draw help for 
the isolated caregivers.
Family self help support groups are most used by those caring for patients with 
demanding and complex needs and by caregivers experiencing high stress and low life 
satisfaction (Adelson and Freeman 1985). While membership was often time limited 
or intermittent, caregivers used these peer resources to fill various needs like for 
information, social contact, education and group support. Self help support groups can 
be broadly defined according to Levy (1978) in the following ways:
1. having a primary aim to help and support members in dealing with problems 
and in improving coping skills
2. getting ‘spontaneous’ help coming from group members themselves and not 
from external agencies
3. help comes from members through peer support and the belief that personal 
participation and face to face interactions are extremely important
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4. share a common problem and agree on a course of action
5. control of the group is in the hands of lay members although advice may be 
sought  from professionals
6. the group usually starts from a position of powerlessness
7. the group is a reference point through which members are able to identify with 
others from both action and definitions
The benefits of family self help groups come from the involvement of the 
individual with peers. Members offer advice and support; acting as role models and 
giving help to others is seen as a positive experience, as well as receiving help. It is 
often necessary for the professionals like the social workers to spearhead the 
formation of family self help groups by gathering together the interested caregivers 
and providing guidance for a while until they become independent and self reliant and 
able to offer members the support.
This is indeed a worthwhile consideration for policy makers to invest in 
getting the professionals to help set up various family self help groups to draw out the 
isolated caregivers who are without familial support
Voluntary organizations are predominantly service providers and are reliant on 
paid staff and are larger than the family self help groups. The support they provide 
can be both informal or formal through the befrienders and volunteers organized by 
paid professional staff.
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Promotion of community based services
Community based services should be wide ranging and seen to be providing 
different support and assistance to relieve the burden for the caregivers. Day centers 
for day care and to keep the patients occupied during the day can be a great help to 
caregivers who need to work during the day. For the older caregivers who are frail 
and less mobile, the various home help services like grocery shopping, laundry, home 
cleaning and the running of errands will be very helpful as these older caregivers 
could not depend on their younger wards that they are looking after to help out with 
these chores.. An escort service to help the caregiver send the patient for medical 
follow up is an essential service to ensure compliance with treatment. Other services 
like the provision of home based work to keep the patient occupied and to help home 
bound caregivers earn additional income and the provision of recreational activities 
for the patients and caregivers will also be useful. Most of all, a  24 hour hot line for 
caregivers to call for advice and assistance any time will make the caregiving more 
tolerable.
Provision of formal support
Given the range of caregiving situations, diversity of impacts and changing 
nature of caregivers’ needs meant that policies and practices that acknowledge and 
explore caregivers’ needs are important wherever caregivers are encountered. It does 
not matter whether the caregivers are clients in their own right or accompanying a 
care recipient (patient). Thus the planning by the various hospital teams, the 
community psychiatry team, the rehabilitation team and other teams should be 
systematic in considering  the caregivers’ needs. The boost to morale and validation 
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of their experiences that caregivers reported from discussing their situations with the 
professionals must be recognized, Unell (1993). This  is seen to strengthen their 
resources. A regular follow up on the caregivers and a review of their needs would 
consolidate their coping capacities or facilitate earlier referrals for more support.
Assessing needs
Although from the study it was noted that a large percentage of the caregivers 
received support from mental health professionals (Table 7.2), there is still a group 
that did not, more in the long term caregivers (28%). Outreach work in assessing their 
needs may be necessary, if at all to put them on the data base for monitoring. As many 
long term caregivers will feel rather resigned and therefore tolerant of their situations, 
mental health service providers must be careful not to treat them as people not 
requiring help. Attempts must be made to monitor if they are coping and managing 
well in their situations.
Respite care
From the study, it was evident that respite care was seen to reduce the burden 
for the caregivers. Caregivers need different types of respite services. When the 
patient becomes too difficult to manage because of his/her increased symptomatology, 
admission to the psychiatric ward for stabilization is a respite that was shown to 
reduce the caregiver’s burden. Sometimes caregivers need to be relieved of their 
caregiving responsibilities to take a break, be it short to run errands or long to take a 
vacation. To be able to put the patient in a safe environment where he/she will be well 
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cared for will allow the caregivers the peace of mind to pursue his/her own interest or 
enjoy a much needed rest. Occasionally, respite may be called for when the primary 
caregiver had to attend to an emergency like caring for another family member who 
has fallen ill or the caregiver himself/herself may be sick and needed to recuperate. 
Respite care facilities to be effective must be readily accessible and available and at 
affordable cost. Depending on the need of the patient, respite care need not always be 
hospital based. Voluntary organizations can and should provide respite for patients 
who are not in relapse but well maintained when their caregivers needed a break.
In the local context, there should be more and varied  respite care options  to 
fit the different needs of the caregivers at different times in the caregiving regime. 
There is the hospitalization to manage the relapse of the illness, short term respite for 
the caregivers to take a much needed break now and the longer respite when the 
caregivers run into family emergencies. All these options will provide adequate 
assurance to the caregivers to carry on their caregiving roles with less burden. Respite 
service is one of the most essential to caregivers. More day care respite services can 
be developed through both voluntary and governmental initiatives to supplement the 
current services which as indicated are more residential in nature and hospital based.
Counselling service
Caregivers are also individuals who may have their share of personal problems 
over and above those related to caregiving. Such problems may result in the 
caregiving becoming even more burdensome. The availability of a counselling service 
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for the caregivers to help them resolve problems and overcome their difficulties will 
put them in a better position to carry out the caregiving duties.
Community Psychiatry Programmes
Such outreach programmes like community nursing and home based treatment 
for the patients can be useful for caregivers whose wards have difficulties attending 
the regular facilities for treatment. Knowing that the treatment team can be reached at 
any time to help out in a crisis or to provide regular home based treatment can be very 
comforting to the caregivers and can certainly ease some of their burden. Home based 
treatment can and will prevent relapse in the patients who do not use the regular 
services for whatever reasons. Outreaching to them can ensure that they remain well 
in the community and improve the well being of their caregivers. There are other 
community psychiatric programmes like the Mobile Crisis Service that can be called 
upon in the instance of the patient encountering a crisis and the Assertive Community 
Treatment programme where the psychiatric team is available to provide active 
treatment for a relapsing patient at the home, doing away with a hospital admission 
which most patients detested and are afraid of. Such outreach programmes will 
strengthen the abilities of caregivers and result in caregiving becoming less 
burdensome and more manageable. The setback is the high cost of such community 
psychiatric programmes. Unless the policy makers are convinced that the benefits of 
community psychiatric programmes are substantial, their support may not be strong.
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Community Residential Services
Despite the availability of support from formal and informal sources, for a 
small group of caregivers, residential placements of the patients may become 
necessary at some point because of the changes in their own or the patients’ health or 
other family circumstances. This hopefully will be a smaller group, but nevertheless 
the provision for such a service is essential when residential care becomes the best 
option left for the patient when all else did not work out. Residential services like 
hostels and group homes become necessary in the local context when the patients lose 
their parental caregivers and become orphans or are abandoned by their caregivers 
who no longer wanted to continue with their caregiving. The residential services will 
ensure that the orphaned and abandoned  patients will not become homeless people 
left to fend for themselves in the community
Education and Training
Education and training is another domain that is very important in the policy 
application. This domain cuts across all, the service recipients, the providers as well 
as the community.
Community education
Community or public education on schizophrenia and the caregivers’ 
difficulties may help to de-stigmatize the illness and help the community in general to 
be more empathic towards this group of patients and their caregivers. This can 
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generate informal support for the caregivers from neighbours, friends, colleagues and 
even volunteers. Such support as mentioned earlier can be very beneficial for the 
caregivers in meeting their psychological and emotional needs.
Caregivers’ Education
The provision of information to all caregivers is vitally important to their own 
understanding of their role and the available supports. There is a need for better 
information about the patient’s illness and its treatment. This information has the goal 
of giving a rationale for treatment, including long term medication compliance so that 
the caregivers will not attempt to stop the medication at the patient’s insistence or 
when they observe improvement in the patient’s condition. The caregivers’ education 
is also aimed at reducing their guilt and/or blame especially with regard to the cause 
of the illness. More importantly, education encourages realistic expectations regarding 
prognosis. The giving of  practical advice on the management of the patient and 
coping strategies are invaluable to the caregivers.
A comprehensive psychoeducation package for caregivers should include 
information on schizophrenia, its treatment, the various medications and their side 
effects, the needs of both the patients and the caregivers and the common problems 
that they faced. Caregivers should also be informed of the resources available and 
taught coping strategies to manage the difficult behaviours manifested by the patients. 
Psychoeducation must be simply presented in not only English but in the other 
common languages. The sessions should be easily available at a time convenient for 
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the caregivers together with information pamphlets for the caregivers to take home to 
read at their leisure.
Training of Professionals
Continued education for all mental health professionals is necessary to keep 
them abreast not only on the latest development in the treatment for schizophrenia but 
also on issues of the patients’ and caregivers’ needs. These professionals when well 
updated with the latest knowledge will be more able to help the caregivers and 
coordinate a more effective service.
Financial Provisions
One objective burden of the caregivers that cannot be ignored is that of 
financial constraints brought about by the loss or decrease in earnings of the patient 
and the caregiver. An impoverished status can be expected. The study showed that 
higher cost in treatment resulted in greater burden for the caregivers. There is a need 
for policy to see to financial assistance in both treatment and other expenses. 
Financial help is most needed for the older caregivers with longer periods of 
caregiving who would have exhausted their savings over the years of caregiving. 
Increased subsidy for treatment which can be realized through the lifting of the 
medisave cap for psychiatric treatment and the use of medishield  which at the 
moment cannot be used for psychiatric treatment. Other initiatives could be the use of 
medisave for outpatient treatment especially for those whose illness had become 
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chronic. A higher tax relief may also be helpful for those supporting mentally ill 
relatives.
Employment assistance
Some caregivers had to give up their jobs or were unable to work because of 
their caregiving commitment. Provision for a flexible work schedule or part time 
employment will certainly make it less stressful for the caregivers to juggle between 
caregiving and work. Social workers could help to liaise with and educate employers 
of the caregivers as an additional service. Some kind of employment service could be 
set up to help caregivers and patients link up with potential employers who are 
mindful of their special needs and willing to assist.
Trusteeship
The issue of how to provide advocacy and guardianship to vulnerable persons 
once their parents can no longer look after their wellbeing is extremely personal and 
sensitive. It is the question most foremost in the minds of many older parental 
caregivers.
There are alternatives available to parental caregivers to safeguard the quality 
of their mentally ill child’s life. Depending on the ability of the patient, trusteeship 
can merely be in the form of a responsible person that the patient can turn to for 
advice on matters that are beyond his/her abilities or for the more disabled patient, the 
complete management of the patient’s affairs.
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In the local context, trusteeship usually comes about when the parental 
caregivers leave behind an estate for the patient. Usually if there are relatives, these 
relatives will apply to the court for one of them to be appointed as a Committee of 
Persons to manage the estate. The Committee of Persons which can be a single person 
or more than one person will even look into investing the money for the patient and to 
ensure that he/she gets enough for his daily expenses. One example was that of a 
female patient who was left $8 million dollars by the father. Her brother applied to be 
her Committee of Persons. The brother bought her an apartment and put a regular sum 
of money into a bank account opened in her name for her expenses. He invested some 
of the money in bonds for her and kept her updated. 
If there are no relatives available or willing, the Public Trustees Office will be 
approached to manage the estate. Where there no large inheritance, usually a relative 
will informally take on the role of contact person with regard to the patient’s affairs 
including giving consent for patient’s medical treatment.
Change to Mental Health Act
 The present mental health legislations were formulated during the time of the 
asylum era and are in the process of being revised. As it stands today, only one 
hospital, that is, Woodbridge Hospital has been gazzetted to admit involuntary 
patients who are deemed to be a danger to themselves or to others. Only the police 
have the right to apprehend a mentally unwell person and bring him/her for treatment. 
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The present Mental Health Act will not support the new developments in 
community psychiatry programmes that are gradually being launched. Under the 
current legislation, only the doctors can certify that a person is mentally unwell and 
commit him/her for treatment at only one hospital. In home based treatment, if the 
patient refuses treatment, the law does not allow mandatory home treatment. The 
patient will have to be taken to the Woodbridge Hospital by the police for the 
mandatory treatment. Some families may want to have the patients receive treatment 
at home or at other hospitals and this will not be possible under the present legislation 
if the patient refuses and treatment had to be made mandatory and the patient 
committed. The limitation of only the doctors being able to commit the person for 
treatment will also restrict the other mental health professionals who are in the 
community treatment programmes.  Some amendments to the Mental Health Act will 
be necessary to enhance the community psychiatric programmes and make them more 
effective.
Problematic Issues in Service Provision
In consideration of service provision, there are some problem issues that have to 
be considered.
1. The issue between prevention and substitution. In the enthusiasm to prevent 
the caregivers from burnout under stress and to maximize their involvement, 
service delivery may swing to creating a substitute for informal care and 
encouraging the caregivers to do less. In this situation, either services can be 
used to bolster an essentially untenable situation for caregivers or services 
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appear at the breakdown of care. Maintenance of a good balance of 
dependency and independence of caregivers has to be borne in mind.
2. The issue between supporting caregivers to continue to care or supporting 
them so as to improve their well being, reflecting the difference between 
caregivers as co-workers and as co-clients.
3. The issue of targeting. At its most basic, the questions would be about whether 
services should be targeted at those with most objective burden, those with the 
most subjective burden or those most likely to give up caring. This is 
particularly important when there is not necessarily a high correlation between 
objective and subjective burden (Hoenig and Hamilton, 1969). Studies 
involving the caregivers of the elderly suggest that the breaking point for 
many caregivers is relatively early and that male caregivers withdrew 
caregiving at lower levels of both objective and subjective burden (Levin, 
Sinclair and Gorbach,1983). Tolerance of problems is also likely to be 
variable. Hoenig and Hamilton (1969) reported that greater tolerance appeared 
to be shown by families to people with schizophrenia than to other groups of 
psychiatric patients. Focusing on caregivers on the margins may well result in 
inequitable and discriminatory allocation of resources.
4. The problems of generalisability. Services targeted at marginal situations are 
not by definition, generalisable. A family or an individual threatens to 
withdraw care and receives services, while another with equal or greater 
burden, plods on and does not receive support. Such situations are open to 
manipulation by caregivers, introducing further inequalities as different social 
groups have different abilities to ‘work the system.’
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5. The problem of the growing aging caregivers and their physical inability to 
provide continued care needs to be addressed. Looking into their burden and 
stress will be critical as they are most likely to abandon the care of the 
patients.
6. The study of the cost effectiveness of community based services over long 
term institutional care are complex but will have to be examined more 
critically.
7. The danger of substituting community mental health services for inpatient care 
because of the need to reduce operational cost cannot be overlooked. There is 
a social cost to the premature discharge of psychiatric patients into the 
community. In an attempt to reduce the cost of hospitalization, the cost to the 
caregivers and the community may be higher when they have to suffer the 
consequences of the problems created by a patient who is not ready for 
community living and for whom community based services would be 
ineffective.
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CHAPTER TEN: CONCLUSIONS: A RECAPITULATION OF MAJOR 
FINDINGS, CONTRIBUTIONS AND FUTURE STUDIES
Introduction
The study sets out to study the primary caregivers of patients with 
schizophrenia. As there had been no previous studies on this subject, the first 
objective of the study was to adapt the two selected instruments for the study of 
burden in caregivers for use in the Singaporean population. The other objective is to 
confirm the hypotheses set out at the start of the study.
The study was able to culturally adapt the two instruments and validate these 
for use. These two instruments, the Burden Assessment Scale (BAS) and the 
Experience of Caregiving Inventory (ECI) can now be used for further studies on this 
subject. The study also confirmed some of the findings of similar studies done in 
western countries. More importantly, the study had uncovered some new findings that 
were peculiar to the local caregivers. It was found that short term caregivers 
experienced more stress and burden than the long term caregivers who were found to 
have adapted better and therefore experienced less stress and burden.
In many ways, this pioneer study paved the way for other future studies. It is 
the start for other caregiver studies, especially for caregivers in the mental health area. 
With the view of community care well in sight, understanding the needs of family 
caregivers will go a long way to ensuring that caring for the psychiatric patients in the 
community will not be detrimental but both beneficial for the patients and not too 
burdensome for the caregivers.
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Confirmation of Hypotheses
The objective of the study to confirm these hypotheses had been met. The first 
hypothesis was confirmed in that the study concluded that the caregivers who had 
been affected by their caregiving. The high total GHQ score of 24.3 was well over the 
five point cut off score for minor psychiatric morbidity. The prevalence for minor 
psychiatric morbidity was found to be extremely high for this group of caregivers at 
97% compared to 17.8% in the general local population (Fones, Kua, Ng & Ko, 
1998). Besides the GHQ, the BAS and ECI scores were also found to be high when 
compared to the caregivers of some other studies from other countries using the same 
instruments. All these point to the presence of psychological distress and burden 
which had no doubt had an impact on our caregivers.
The second hypothesis was confirmed by the difference seen in the 
comparison of the short term and long term caregivers in the study.  Short term 
caregivers who were mostly caring for the acute patients were noted be more 
distressed and burdened by their caregiving than the long term caregivers looking 
after the chronic patients. This led to the confirmation of the third hypothesis that 
prolonged caregiving did not result in greater burden but rather the burden eased.
The fourth hypothesis of the study identified several factors that influenced the 
caregiving experience and burden. There were four factors that influence the negative 
caregiving experience. The two factors that increased the negative experience were 
the total expenses in therapies and the number of psychiatric symptoms in the 
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patients. More expenses and more symptoms resulted in more negative caregiving 
experience. The two factors that decreased the negative caregiving experience were 
support from the medical professionals and the use of atypical anti psychotic 
medications by the patients. There were also two factors that increased the positive 
experience and these were the support from family members and friends and the 
admission of the patient to a psychiatric ward. The influence on burden was apparent 
in seven factors, four were noted to increase the burden and three to decrease the 
burden. The four that were seen to increase the burden were the total expenses in 
therapies and number of psychiatric symptoms, the higher educational level of the
caregivers and the working status of patients, that is the patients who were 
homemakers. The three factors that were noted to decrease burden in the caregivers 
were support from medical professionals, caregivers who were homemakers and the 
marital status of the patients, married patients were less of a burden to their 
caregivers. These factors were discussed in the earlier chapters (Chapter Six and 
Chapter Nine).
Contributions
The study had made several contributions. The first contribution is the 
adaptation and validation of the two instruments, the ECI and the BAS. This meant 
that it is feasible to adapt extraneous Caregiving and Burden instruments for use in 
this region, even though these instruments have been developed in western countries 
where the cultural and socio-economic contexts may be very different from those of 
Singapore. 
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Extraneous Caregiving and Burden instruments should be culturally adapted in 
a careful and systematic manner before they can be used in this region. This was 
carried out in this study. The adapted instruments were also psychometrically 
validated as socio-cultural differences may change the psychometric properties of an 
instrument.
With the validation of the two instruments, this study has contributed to 
Caregiving studies by providing two validated instruments, ( the English and the 
translated Chinese version of the ECI and BAS ). It is now possible for more 
caregiving studies to be carried out using these instruments, both in their original 
English version or the translated Chinese version. With a large Chinese population in 
this part of the world, the Chinese version of the two instruments will come in very 
useful to study caregiving in this population
Yet another contribution is that the findings of this study can be compared to 
those of other similar studies in other parts of the world for better understanding of 
caregivers worldwide. The study also confirmed that the local caregivers were like 
caregivers elsewhere in the world in that they were burdened by their caregiving and 
need support to manage their burden and improve their quality of life.
The new findings in caregiving burden and experience in this study could lend 
a 
better understanding to our local caregivers so that they can be viewed differently in 
those aspects that portrayed their differences from other caregivers elsewhere. The 
vulnerable groups identified could be accorded more intervention. The new findings 
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could also serve as points of interest for future further studies in this area.
Future Research
Although this is a pioneer research on caregivers of schizophrenia, it has 
opened 
up several important areas for further research.
One of the first may be to follow up on exploring the responsiveness of the 
translated versions of the ECI and BAS. With greater responsiveness, the two 
translated instruments could be used more effectively in further research on 
caregivers’ burden and experience among the Chinese speaking population.
For both the ECI and the BAS, it will be ideal to develop the Singaporean 
Malay and Tamil language versions so that caregivers who speak these languages can 
be included in future studies to increase the usefulness of these instruments not only 
in Singapore but in other Asian countries where these two languages are used.
The various factors identified to influence burden and experience of 
caregiving 
could be studied further and in greater depth. Such research would reflect a better 
understanding of caregiving burden and open up possibilities for better policy 
application in terms of services.
This research addressed the caregiving burden of schizophrenia. There are 
other 
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psychiatric disorders that have to be considered. Research into the caregiving burden 
of the caregivers of other psychiatric illness would be useful in making comparisons 
and to identify similarities and differences. In a resource scarce environment, such 
knowledge can be used to determine if  generalizing services for all caregivers of 
psychiatric illnesses is possible as well as developing specific services for the 
different groups in areas where generalizing of services is not feasible.
The indepth study of the social support networks of the caregivers will be 
useful 
as it will provide better insights to network factors that reduce the burdens of the 
caregivers.
The study of ageing caregivers will be very useful in the light that this 
problem 
will be different and the population of caregivers are increasing
For better understanding the dynamics and the degree in development of 
burden 
among caregivers, it will be useful to undertake more qualitative studies to trace the 
effects of stress and burden on them. Qualitative studies which engage caregivers to 
document problematic incidents and how they had coped with these episodes will be 
useful data that will provide a more in-depth understanding of the dynamics of 
caregiving from the personal perspectives of caregivers. Such studies can be carried 
out if the caregivers are more literate. However, given the current cohort of caregivers 
for schizophrenic patients, it will be difficult to engage them in such a research 
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exercise where their level of literacy illiteracy will not permit the keeping of journals 
and other documentary evidence of their caregiving details.
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Interview Form 
 
 Section 1 
 
CLIENT SOCIOGRAPHIC AND SERVICE 
UTILIZATION INVENTORY (CSSUI - SINGAPORE) 
 
 
Patient Name                    Study No.                  Date / /
                    d      d         m       m           y       y 
 
1. SOCIODEMOGRAPHIC INFORMATION 
1.1 What is your Date of birth?  Date      / /
                    d      d         m       m          y       y 
 
1.2 Sex     1  Female 
      2  Male       
 
1.3 What is your marital status?  1  Single/unmarried 
      2  Married 
      3  Separated/divorced 
      4  Widow/widower     
 
1.4 What is your ethnic group?  1  Chinese   
 2  Malay 
 3  Indian 
 4  Others (specify:                                   )  
 
1.5 What is your highest level of   1  No formal education 
 education attained?   2  Incomplete Primary (did not obtain PSLE) 
      3  PLSE (obtained certificate) 
      4  incomplete Secondary (did not get “O” levels) 
      5  GCE “N”, “O” Level or ITE 
      6  GCE “A” levels     
      7  Polytechnic diploma 
      8  University degree     
 
1.6 how to contact you and your caregiver, if any? 
 
 Telephone no / pager :    
   
 




   
  





          
2. USUAL LIVING SITUATION 
 
 
2.1 What kind of accommodation are you in?  
 
  Domestic / family  1  HDB 1/2 Room 
     2  HDB 3/4 Room   
      3  HDB 5 Room 
     4  HDB executive maisonette, executive flat  
         or HUDC flat 
     5  Private flat or condominium 
      6  Smi D / Terrace / Bungalow  
      7  Others (specify)   
    
        ___________________           
 
  Community (non-hospital)  8  Half-way home 
      9  Group home 
      10 Nursing  home 
      11 Others (specify) 
       
     ___________________    
 
2.2 If domestic accommodation:  
What is the home ownership?  1  Owned 
      2  Rented  
      3  Other (specify) 
         
___________________    
 
2.3 If domestic accommodation:  1  Living alone (+/- children) 
 Whom are you living with now? 2  Living with husband/wife (+/- children) 
      3  Living with parents 
      4  Living with other relatives 
      5  Living with others          
 
2.4 If domestic accommodation: 
 How many adults live there?     Number of adults     
 (over the age of 18)   
 And how many children?     Number of children     
 (under the age of 18) 
 
2.5 Have you lived anywhere else         
 in the last 3 months?   Yes = 1;  No = 2     
 
If yes: please complete table:  Accommodation type 
(see Q. 2..2 for code) 
Number of days in 
last 3 months 
   
 
 
         
     A-2
    
3. EMPLOYMENT AND INCOME 
3.1 What is your employment status? 1  Paid or self employment 
      2  Voluntary employment 
      3  Sheltered employment 
      4  Unemployed but looking for a job 
      5  Unemployed, not looking for a job 
6  Student  
      7  Housewife / homemaker 
      8  Retired 
9  Other (specify) ____________________  
 
3.2 If employed: state occupation: 1  Manager/administrator 
      2  Professional (eg health, teaching, legal) 
      3  Associate professional and technicians  
              (eg technical, nursing) 
      4  Clerical worker /secretary   
      5  Skilled labourer (eg building, electrical etc.)
      6  Services/sales (eg retail)  
      7  Factory worker 
  8  Cleaner and labours 
9  Other (specify) ____________________  
       
     What is your gross salary?                S$                                per month 
  
How many days have you been  
 absent from work owing to illness  
 within the last 3 months?                    Days absent from work         
 
3.3 If unemployed:  
 
           What was the gross salary of your last job?     S$                                per month 
 
 How many weeks have you been  
 unemployed within the last 3 months?      Number of weeks          
   
3.4 Do you receive any public financial  
          assistance from any organization?   Yes = 1;  No = 2      
        If yes, please specify the benefit.  
              
                                                                                       
 
3.5 What is your main income source? 1  Salary / Wage 
      2  Public financial assistance 
      3  Pension / savings (eg CPF) 
      4  Family support (eg from spouse)    
 
3.6 What is your total monthly income per month? 
     1  Below $800 
     2  $801 - $1500 
     3  $1501 - $3000 
     4  $3001 - $5000 
     5  Over $5001     
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4. SERVICE UTILIZATION 
4.1 Please list any use of inpatient hospital services over the last 3 months 
 (Note: please enter ‘0’ if service has not been used) 
Service Class 
(A,B1,B2, or C) 
Admissions Total number of 
inpatient days (over the 
last 3 months) 
Acute psychiatric ward    
Psychiatric rehabilitation ward    
Long-stay ward    
Emergency / crisis centre    
Other ____________________    
 
 
4.2 Please list any use of outpatient hospital services over the last 3 months 






Number of units 
received (over the last 3 
months) 
Psychiatric outpatient visit 
 (hospitals or Polyclinics) 
 Appointment  
Other hospital outpatient visit  
(incl. A&E) 
 Appointment  
Day hospital   Day attendance  
Other ____________________    
 
 
4.3 Please list any use of community-based day services over the last 3 months 
 (Note: please enter ‘0’ if service has not been used) 
Service Number of 
attendances 
Average duration of 
attendance 
Community mental health centre (OPD)   
Day care centre   
Sheltered workshop (BCC, EI, etc)   
Specialist education (PEP/FPP)   









    
 
4.4 Please list any other primary and community care contacts over the last 3 




(1 = govt;  2 = vol 
3 = private) 
Total number  
of contacts over 




Psychiatrist    
Psychologist    
Community psychiatric nurse / case manager    
Social worker    
Occupational therapist    
Home help / care worker    
Other _________________________    
Other _________________________    
 
 
4.5 Over the last 3 months, has the patient hired  
 any maid or other helper for caregiving?  
      Yes = 1, No = 2     
      If yes, specify the number of days      
 
 
           (circle one number on each line) 






1 Diabetes (糖尿病) 1 2 
2 High Blood Pressure (高血压) 1 2 
3 Heart Disease (心脏病) 1 2 
4 Stroke (中风) 1 2 
5 Asthma or other lung disease (哮喘或其他肺病) 1 2 
6 Cancer (癌症) 1 2 
7 Rheumatism, back pain or other bone or muscle illness 
(风湿病，背痛或其他骨骼或肌肉病症) 
1 2 
8 Other illness (for example kidney problems on dialysis 







    
 
 
5. MEDICATION PROFILE 
 
 Please list below the use of main drugs taken over the last three months: 
Name of drug Dosage  
(if known) 
Dosage frequency Depot 
(1 = Yes; 0 = No) 
if yes, please specify the 




















   
5. 
 














 Section 2 
 
 
Steps for Interview in this Section: 
 
1.  GET the 8 cards ready (ie, arrange the cards in the order of 1 to 8 with no 1 on the 
top).  
  
2. SPEAK to the patient: “Next, I am going to find how your health was in the past 
four weeks. Here I have eight cards and I will pass the cards to you one by one.  In each 
card, there are some descriptions about one of your health characteristics. The 
descriptions range from the best level to the worst level. Please read the cards carefully 
and tell me which description best describe your health.”  
 
3. HAND Card 1 (SEEING) to the patients and SPEAK “this card is for your ability to 
see, please tell me the number of the description which best describe your ability to see 
in the past four weeks.”   
 
4. WAIT for the patient to read and select description number. 
 
5. After the patient gives the number he/she chooses, SPEAK to the patient “do you 
choose this level?”, and READ loud the description to the patient. If the patient 
confirms, go on to the next item; if not, let the patient choose again until they confirm 
their answers after you read them the description he/she chooses. 
 
6. RECORD the answer in the follow table. 
 
7. REPEAT the step 1 to 6 using the rest 7 cards.                             
 




1. Seeing  
2. Hearing  
3. Speaking  
4. Walking  
5. Use of hands and fingers  
6. Feeling  
7. Memory and thinking  
8. Pain and discomfort  
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 Section 3 
 
PATIENT SYMPTOM CHECKLIST 
 
Please find whether the patient has the following problems in the last three months.  
 
 (circle one number for each line) 
No Symptom Description YES NO 
1. Misery / low 
spirits 
Crying, solemn looking, unsmiling, say life 
not worth living 1 2 
2. Socially 
withdrawn 
Not talkative, not sociable, keep to himself, 
not responsive 1 2 
3. Slow in 
movements, 
activities 
Takes a long time to do anything, eg walking 
to the interview room, sitting down etc 1 2 
4. Forgetfulness  Definable lapses of memory.  Difficulty in 
remembering everyday things. Forget where 
he left things, keys, money etc. 
1 2 
5. Underactivity  Tends to do very little. Spends a lot of time 
doing nothing, lying in bed. 1 2 
6. Overdependence 
 (unable to be 
alone) 
Unable to be alone. Cling or follow caregiver 
around. Refused to be left alone even for short 
periods. 
1 2 
7. Unable to make 
decisions 
Find it difficult to make up his mind. Put off 
deciding about things. Have difficulty 





Find everyday events very worrying or 
anxiety provoking Preoccupied with petty 
things. 
1 2 
9. Unusual fears 
(phobias) 
Have any unusual fears. Frightened of going 
out, in an enclosed place or of 





Finicky or fussy about doing things in a 
particular way. Have a routine of doing things 
only in a certain way. Keep checking that 
certain things had been done, eg door was 
locked. 
1 2 
11. Delusions or 
hallucinations 
Expression of strange and unusual ideas. Said 
people against him, wanting to harm or 
plotting against him. 
1 2 
12. Hyperactivity  Unusually cheerful, excited or agitated. 
Noisy, shouting a lot. Talk incessantly, 
restless, unable to sit still through meal.. 
Getting up at night to do things. 
1 2 
13. Unpredictability Did anything completely out of character, did 
something quite unexpected 1 2 
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 (circle one number for each line) 
No Symptom Description YES NO 
14. Irritability  Was he snappy, pick on people, quarrelsome, 
short tempered. 1 2 
15. Rude or 
inconsiderate 
Bad mannered or inconsiderate. 1 2 
16. Verbal or physical 
violence 
Threatening or abusive toward anyone. Made 




Talk about suicide, attempted suicide, 
overdose, wrist cutting etc 1 2 
18. Offensive / 
inappropriate  
sexual behaviour 
Behave in a way that offended people, eg 
make sexual advances, expose himself, etc 1 2 
19. Heavy drinking Excessive consumption of alcohol, get into 
trouble because of his drinking. 1 2 
20. Lack of self-care Fail to keep self clean and tidy, eating 
properly. Needs prompting to bathe or change 
clothes, note physical appearance eg dirty 
nails, hair etc 
1 2 
21. Bodily aches and 
pains 
Complains about aches and pains, tiredness 
and other bodily ills. 1 2 
22. Odd behaviours 
(mutter, dress 
bizarre, etc.) 
Did anything odd or unusual, muttering to 





 Section 4 
 
1.  Please rate the degree of co-operation from the patient during the whole process. 
 
A) Complete co-operation 
B) General co-operation 
C) Substantial lack of co-operation 
 
 
2.  How well did the patient understand the questions? 
 
A) Totally 
B) For the most part 
C) Somewhat 




THIS IS THE END OF THE SURVEY. 
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Health and Quality of Life Survey: Caregiver Questionnaire 
 
Quality of Life in Schizophrenic Patients and Their Caregivers: Respondent Information 
 
We are medical social workers doing a research project. This project involves some schizophrenic 
outpatients and their relatives attending the Woodbridge Hospital in 2001. The Woodbridge 
Ethics Committee has approved the research project. We would like to have you in the study by 
completing a questionnaire about your experience of looking after your ill relative / friend. This 
will take about 20 minutes. The results of this survey will help us understand how patients and 
caregivers feel about their health and quality of life. The questions are simple and easy to 
complete, and your answers shall be kept strictly confidential. There is no anticipated risk, from 
taking part in this study, to your health and the service that your relative / friend is receiving.  The 
information from this study will be used for this study only and will not be used for any other 
purposes. We would be grateful if you would help us with this survey. 
 
 
Written Consent Form 
 
I, ___________________________________________ (full name) consent to participate in the 
Quality of Life in Schizophrenic Patients and Their Caregivers Study.  The purpose of the study has 
been explained to me. I understand that the information provided by me will be kept strictly 
confidential and that any publications from this study will not identify any participant by name. 
 
Name / signature of Caregiver :  ____________________________ 
 
Date   : ____________________________ 
 
Name of ill relative / friend  :  ____________________________ 
 
Name / signature of Witness :  ____________________________  
 
Date  : ____________________________ 
 
Instructions For Completing the Questionnaire 
 
1. Please take time to complete this survey. Remember this is not a test but a survey about 
how you feel about your health and well being.  
 
2. This survey has five sections and each section has a brief instruction. Please read the 
instructions carefully before you start individual sections.  
 
3. Please answer each question. If you have any difficulty in answering the survey, please 
let us know. 
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 Section 1 
 
The followings is a list of things which other people have found to happen to them because of their 
relative’s illness. We would like you to tell us to what extent you have had any of the following 
experiences in the past three months. Please tick only one box for each question.  
 
 
Because of your relative’s illness, to what extent have you: 
 
 




2.  Missed days at work  Not at all  A little Some  A lot 
 (or school)  
 
 
3.  Found it difficult to Not at all  A little Some  A lot 
 concentrate on your  
 own activities 
 
4.  had to change your personal Not at all  A little Some  A lot 
 plans like taking a new job,  
 or going on vacation 
 




6.  Found the household routine Not at all  A little Some  A lot 
 was upset  
 
 
7.  Had less time to spend Not at all  A little Some  A lot 
 with friends  
 
 
8.  Neglected other family Not at all  A little Some  A lot 
 members’ needs  
 
 
9.  Experienced family frictions Not at all  A little Some  A lot 
 and arguments  
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Because of your relative’s illness, to what extent have you: 
 
 
10.  Experienced frictions with  Not at all  A little Some  A lot 
 neighbours, friends, or  
 relatives outside the home 
 
11.  Became embarrassed Not at all  A little Some  A lot 
 because of his/her behaviour  
  
 
12.  Felt guilty because you were Not at all  A little Some  A lot 
 not doing enough to help  
  
 
13.  Felt guilty because you felt Not at all  A little Some  A lot 
 responsible for causing  
 his/her problem 
 
14.  Resent him/her because Not at all  A little Some  A lot 
 he/she made too many  
 demands on you 
 
15.  Felt trapped by your Not at all  A little Some  A lot 
 caregiving role  
 
 
16.  Were upset about how Not at all  A little Some  A lot 
 much he/she had changed  
 from his/her former self 
 
17.  Worried about how your Not at all  A little Some  A lot 
 behaviour with him/her might  
 make the illness worse 
 
18.  Worried about what the Not at all  A little Some  A lot 
 future holds for him/her  
 
 
19.  Found the stigma of the Not at all  A little Some  A lot 




   
 Section 2 
 
This section asks for your health in general over the past few weeks. Please answer each question 
by ticking only one box which you think most applies to you.  
 
 
HAVE YOU RECENTLY: 
 
 
1.  felt perfectly well and in Better than  Same as  Worse than  Much worse 
 good health? usual usual usual  than usual  
 
 
2.  felt in need of a good tonic? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
3.  been feeling run down and out Not at all  No more  Rather more  Much more 
 out of sorts?  than usual than usual  than usual  
 
 
4.  felt that you were ill? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
5.  got any pains in your head? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
6.  got a feeling of tightness Not at all  No more  Rather more  Much more 
 or pressure in your head?  than usual than usual  than usual  
  
 
7.  had hot or cold spells? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
8.  lost much sleep over Not at all  No more  Rather more  Much more 
 worry?  than usual than usual  than usual  
 
 
9.  had difficulty in staying Not at all  No more  Rather more  Much more 




   
HAVE YOU RECENTLY: 
 
 
10.  felt constantly under strain? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
11.  got edgy and bad-tempered? Not at all  No more  Rather more  Much more 
   than usual than usual  than usual  
 
 
12.  got scared or panicky Not at all  No more  Rather more  Much more 
 for no good reason?  than usual than usual  than usual  
 
 
13.  found everything getting Not at all  No more  Rather more  Much more 
 on top of you?  than usual than usual  than usual  
 
 
14.  felt nervous and Not at all  No more  Rather more  Much more 
 strung-up all the time?  than usual than usual  than usual  
 
 
15.  managed to keep yourself More so  Same as  Less so  Much less 
 busy and occupied? than usual usual than usual  than usual  
 
 
16.  taken longer over the Not at all No more  Rather longer  Much longer 
 things you do?  than usual than usual  than usual  
 
 
17.  felt on the whole you Better  Same as  Worse  Much worse 
 were doing things well? than usual usual than usual  than usual  
 
 
18.  been satisfied with the way More so  Same as  Less so Much less 
 you carried out your task? than usual usual than usual  satisfied  
 
 
19.  felt that you were playing More so  Same as  Less useful  Much less 






   
HAVE YOU RECENTLY: 
 
 
20.  felt capable of making More so  Same as  Less so  Much less 
 decisions about things? than usual usual than usual  capable  
 
 
21.  been able to enjoy your More so  Same as  Less so  Much less 
 normal day-to-day activities? than usual usual than usual  than usual  
 
 
22.  been thinking yourself as a Not at all  No more  Rather more  Much more 
 worthless person?  than usual than usual  than usual  
 
 
23.  been feeling that life is entirely Not at all  No more  Rather more  Much more 
 hopeless?  than usual than usual  than usual  
 
 
24.  been feeling that life isn’t Not at all  No more  Rather more  Much more 
 worth living?  than usual than usual  than usual  
 
 
25.  thought of the possibility Not at all  No more  Rather more  Much more 
 that you might make  than usual than usual  than usual  
 away with yourself? 
 
26.  found at times you couldn’t Not at all  No more  Rather more  Much more 
 do anything because your  than usual than usual  than usual  
 nerves were too bad? 
 
27.  found yourself wishing Not at all  No more  Rather more  Much more 
 you were dead and away  than usual than usual  than usual  
 from it all? 
 
28.  found that the idea of Not at all  No more  Rather more  Much more 
 taking your life kept  than usual than usual  than usual  









   
 Section 3 
 
The following 2 pages contain a number of statements that commonly apply 
to persons who care for relatives or friends with a serious mental illness. 
 
We would like you to read each one and decide how often it has applied to 
you over the past one month. 
 
If it has never happened or rarely happened you would CIRCLE the 
number 0 or 1.  If it has happened sometimes, then you would CIRCLE the 
number 2.  If it has happened often or seems to have happened nearly 
always, then you would CIRCLE the number 3 or 4. 
 
It is important to note that there are no right or wrong answers.  Also, it is 
best not to spend too long on any one statement.  Often your first reaction 
will usually provide the best answer.  While there seem to be a lot of 
statements, you will find that it won't take more than a moment or so to 
answer each one. 
 
 
During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
1. your covering up his/her illness . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
2. feeling unable to tell anyone of the illness . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
3.  his/her difficulty looking after money . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
4.  having to support him/her . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
5. what sort of life he/she might have had . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
6. his/her risk of committing suicide . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
7. I have learnt more about myself . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
8. I have contributed to others understanding of the illness . . . . . . . 0 1 2 3 4 
9. being unable to do the things you want to do . . . . . . . . . . . . . . .  0 1 2 3 4 
10. how health professionals do not take you seriously . . . . . . . . . . . 0 1 2 3 4 
11. his/her dependence on you . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
12. helping him/her to fill in the day . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
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During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
13. I have contributed to his/her wellbeing . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
14. that he/she makes a valuable contribution the household . . . . . .   0 1 2 3 4 
15. the effect on your finances if he/she becomes more seriously ill . .  0 1 2 3 4 
16. dealing with psychiatrists . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
17. his/her always being at the back of your mind . . . . . . . . . . . . . . .  0 1 2 3 4 
18. whether you have done something to make him/her ill . . . . . . . .  0 1 2 3 4 
 
19. that he/she has shown strengths in coping with his/her illness . .   0 1 2 3 4 
20. I have become more confident in dealing with others . . . . . . . . .  0 1 2 3 4 
21. how family members do not understand your situation . . . . . . . .  0 1 2 3 4 
22. that he/she is good company . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
23. I have become more understanding of others with problems . . .  0 1 2 3 4 
24. how he/she thinks a lot about death . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
25. his/her lost opportunities  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
26. how to deal with mental health professionals . . . . . . . . . . . . . . .  0 1 2 3 4 
27. feeling unable to have visitors at home . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
28. how he/she gets on with other family members . . . . . . . . . . . . . .  0 1 2 3 4 
29. backing him/her up when she runs out of money . . . . . . . . . . . . .  0 1 2 3 4 
30. how family members do not understand the illness . . . . . . . . . . .  0 1 2 3 4 
 
31. how he/she deliberately attempts to harm him/herself . . . . . . . . .  0 1 2 3 4 
32. I have become closer to some of my family . . . . . . . . . . . . . . . . . 0 1 2 3 4 
33. I have become closer to friends . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 
34. I share some of his/her interests . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
35. I feel useful in my relationship with him/her . . . . . . . . . . . . . . . .  0 1 2 3 4 
36. how health professionals do not understand your situation. . . . .  0 1 2 3 4 
 
37. whether he/she will ever get well . . . . . . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
38. feeling the stigma of having a mentally ill relative . . . . . . . . . . . .  0 1 2 3 4 
39. how to explain his/her illness to others . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
40. others leaving home because of the effect of the illness . . . . . . . 0 1 2 3 4 
41. setting him/her up in accommodation . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
42. how to make complaints about his/her care . . . . . . . . . . . . . . . . .  0 1 2 3 4 
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During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
43. I have met helpful people . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
44 I have discovered strengths in myself . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
45. feeling unable to leave him/her home alone . . . . . . . . . . . . . . . .   0 1 2 3 4 
46. the effect of the illness on children in the family . . . . . . . . . . . . .  0 1 2 3 4 
47. the illness causing a family breakup . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
48. his/her keeping bad company . . . . . . . . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
 
49. how his/her illness effects special family events . . . . . . . . . . . . .  0 1 2 3 4 
50. finding out how hospitals or mental health services work . . . . . .  0 1 2 3 4 
51. doctors knowledge of the services available to families . . . . . . .  0 1 2 3 4 
52. the difficulty getting information about his/her illness . . . . . . . . . . 0 1 2 3 4 
 
 
 During the past month how often have you thought about him/her being: 
 
 
53. moody . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
54. unpredictable . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
54. withdrawn . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
56. uncommunicative . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
57. not interested . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
58. slow at doing things . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
59. unreliable about doing things . . . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 
60. indecisive . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
61. irritable . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
62. inconsiderate . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
63. behaving in a reckless way . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
64. suspicious . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
65. embarrassing in appearance . . . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 





   
 Section 4 
 
 
Emotional Support from Family and Friends 
 
 
1. In the past three months, how often have you been able to talk to the following people when you 
were feeling upset about your situation? 
 
              (circle one number for each line) 
  Never Rarely Occasionally Regularly 
a. Spouse 0 1 2 3 
b. Mother 0 1 2 3 
c. Father 0 1 2 3 
d. Child 0 1 2 3 
e. Sibling 0 1 2 3 
f. Close friend 0 1 2 3 
g. Relative 0 1 2 3 
h. Neighbour 0 1 2 3 
i Colleague 0 1 2 3 




2.  In the past three months, have you been able to get some practical help from any of the 
following persons? (e.g., financial assistance; help in caring for patient or in an emergency; get 
suggestion, advice, feedback; visit them, share interests) 
 
 (circle one number for each line) 
  None Some Considerable 
a. Relatives 0 1 2 
b. Friends 0 1 2 
c. Neighbours 0 1 2 











   
Support from Religious Organizations / Traditional Healers 
 
 
3. In the past three months, have you received any emotional support or practical help from the 
following traditional healers or religious organizations? 
 
  (circle one number for each line) 
  Yes No 
a. Bomoh 1 2 
b. Medium 1 2 
c. Chinese traditional healer 1 2 
d. Christian organization 1 2 
e. Muslim organization 1 2 
f. Hindu organization 1 2 




4. What kinds of assistance did you receive from them? 
 
            (circle one number for each line) 
  Yes No 
a. Treatment 1 2 
b. Emotional support 1 2 
c. Practical help 1 2 
d. Others:                              .  1 2 
 
 
5. To what extent was the assistance helpful to you in coping with your situation? (circle one 
number) 
 
1. Nearly no help 
2. A little bit help 
3. Somewhat help 
4. Quite help 









   
Support from Community Organization 
 
 
6. In the past three months, have you sought help from any of the following medical professionals 
or social service organizations about your problems? 
 
            (circle one number for each line) 
  Yes No 
a. Family doctors 1 2 
b. Polyclinic 1 2 
c. Private psychiatrist 1 2 
d. Social service agency 1 2 
e. Others:                               .  1 2 
 
 
7. What kinds of assistance did you receive from them? 
 
                (circle one number for each line) 
  Yes No 
a. Treatment 1 2 
b. Emotional support 1 2 
c. Practical help 1 2 
d. Others:                              .  1 2 
  
 
8. To what extent was the assistance helpful to you in coping with your situation? (circle one  
number) 
 
1. Nearly no help 
2. A little bit help 
3. Somewhat help 
4. Quite help 













   
 Section 5 
 
Finally, we would like to ask you some questions about you and your ill relative / friend you are 
looking after to help interpret your answers to this survey. (Please circle corresponding numbers and 
fill in blanks) 
 
1. What is your gender? (circle one number) 
 
 1.  Male      2.  Female 
 
2. Your date of birth:         （dd／mm／yyyy） 
 
3.  What is your race? (circle one number) 
 
1. Chinese     3. Indian 
2. Malay      4. Others (please specify:          ) 
 
4. What is your current marital status? (circle one number) 
 
 1. Single      3. Divorced / separated 
 2. Married     4. Widowed 
 
5. What is the highest educational level you have completed? (circle one number) 
 
1. No formal education    5. GCE “N”, “O” Level or ITE 
2. Incomplete Primary    6. GCE “A” levels 
 (did not obtain PSLE) 
3. PSLE (obtained certificate)   7. Polytechnic diploma 
4. Incomplete Secondary   8. University degree 
(did not obtain “O” Levels) 
 
6. What is your current occupational status? (circle one number) 
 
 1. Employer / self employed   5. Full time student 
   2. Employee     6. National Service personnel 
3. Unemployed but looking for a job  7. Retiree 
4. Unemployed, not looking for a job  8. Housewife 
 
If employed,  (1)what is your gross salary?       S$                        per month    
        
           (2) what is your occupation? (circle one number) 
 
 1. Manager/administrator 
 2. Professional (eg health, teaching, legal) 
 3. Associate professional and technicians 
 4. Clerical worker /secretary  
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 5. Skilled labourer (eg building, electrical etc.) 
 6. Services/sales (eg retail)  
 7. Factory worker 
 8. Cleaner and labours 
 9. Other (specify:                            ) 
 
If unemployed, (1) is it because your relative/friend’s illness?       1. Yes        2. No   
                           (2) when did you leave your job?       
       (  m       m   /    y        y         y           y  ) 
                          (3) what was the gross salary of your last job?        
        S$                        per month 
 
7. What is your relationship with your ill relative / friend? (circle one number) 
 
 I am his / her: 
 
1. Mother      6. Sister 
2. Father      7. Son 
3. Wife      8. Daughter   
4. Husband     9. Other relative 
5. Brother     10. Friend 
 
8. Do you have any of the following medical problems?     
   
                                             (circle one number on each line) 
  YES NO 
a. Diabetes  1 2 
b. High Blood Pressure  1 2 
c. Heart Disease  1 2 
d. Stroke  1 2 
e. Asthma or other lung disease  1 2 
f. Cancer  1 2 
g. Rheumatism, back pain or other bone or muscle illness  1 2 
h. Other illness (specify:                                                     ) 1 2 
 
9. What is your relative / friend’s full name? 
 
10. What is your relative / friend’s gender? (circle one number) 
 
 1.  Male      2.  Female 
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11. Your relative / friend's date of birth:         (dd/mm/yyyy) 
 
12.  What is your relative / friend’s race? (circle one number) 
 
1. Chinese     3. Indian 
2. Malay      4. Others (please specify:          ) 
  
13. What is the diagnosis of your relative / friend’s mental problem? (circle one number) 
 
 1. Schizophrenia     2. Others (please specify:          )  
 
14.  When was your relative / friend’s mental         
 problem first diagnosed?       （mm／yyyy） 
 
15.  When did you start to look after your         
 ill relative / friend?       （mm／yyyy） 
 
16. What is the highest educational level your relative / friend has completed? (circle one number) 
 
1. No formal education    5. GCE “N”, “O” Level or ITE 
2. Incomplete Primary    6. GCE “A” levels 
 (did not obtain PSLE) 
3. PSLE (obtained certificate)   7. Polytechnic diploma 
4. Incomplete Secondary   8. University degree 
(did not obtain “O” Levels) 
 
17. What is your relative / friend’s current occupational status? (circle one number) 
 
 1. Employer / self employed   5. full time student 
   2. Employee     6. National Service personnel 
3. Unemployed but looking for a job  7. Retiree 
4. Unemployed, not looking for a job  8. Housewife 
 
18. What is your relative / friend’s current marital status? (circle one number) 
 
 1. Single      3. Divorced / separated 
 2. Married     4. Widowed 
 
19. Your Contact Telephone Number:  ______________________________  












































 This is the end of the survey. Please go back over your answers 
and make sure all the questions are answered before giving the 




   
  Serial No.   
 
Follow-up Questionnaire for Caregiver 
 
 
Instructions For Completing the Questionnaire 
 
1. Please take time to complete this follow-up survey. Remember this is not a test but a 
survey about how you feel about your health and well being.  
 
2. This survey has three sections and each section has a brief instruction. Please read the 
instructions carefully before you start individual sections.  
 
3. Please answer each question. If you have any difficulty in, please let us know. 
 
Please fill in the following blanks before starting. (your name will be kept confidential)  
 
Your Name  :  ____________________________ 
 
Date   : ____________________________ 
 
Your ill relative / friend’s Name  :  ____________________________ 
 
 
 Section 1 
 
 
1. Compared to one month ago when you answered the survey the first time, how would you rate 
your general burden of looking after your ill relative / friend now? (circle one number) 
 
1. Somewhat better now than one month ago  
2. About the same 
3. Somewhat worse now than one month ago 
 
2. Compared to one month ago when you answered the survey the first time, has the status of the 
following items changed now (getting better or worse)? 
                                           (circle one number for each line) 






a. Your relative / friend’s illness 1 2 3 
b. Your own health 1 2 3 
c. Your financial status 1 2 3 
d. 
Support from your family, 




   
 Section 2 
 
The followings is a list of things which other people have found to happen to them because of their 
relative’s illness. We would like you to tell us to what extent you have had any of the following 
experiences in the past three months. Please tick only one box for each question.  
 
 
Because of your relative’s illness, to what extent have you: 
 
 




2.  Missed days at work  Not at all  A little Some  A lot 
 (or school)  
 
 
3.  Found it difficult to Not at all  A little Some  A lot 
 concentrate on your  
 own activities 
 
4.  had to change your personal Not at all  A little Some  A lot 
 plans like taking a new job,  
 or going on vacation 
 




6.  Found the household routine Not at all  A little Some  A lot 
 was upset  
 
 
7.  Had less time to spend Not at all  A little Some  A lot 
 with friends  
 
 
8.  Neglected other family Not at all  A little Some  A lot 
 members’ needs  
 
 
9.  Experienced family frictions Not at all  A little Some  A lot 
 and arguments  
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Because of your relative’s illness, to what extent have you: 
 
 
10.  Experienced frictions with  Not at all  A little Some  A lot 
 neighbours, friends, or  
 relatives outside the home 
 
11.  Became embarrassed Not at all  A little Some  A lot 
 because of his / her behaviour  
  
 
12.  Felt guilty because you were Not at all  A little Some  A lot 
 not doing enough to help  
  
 
13.  Felt guilty because you felt Not at all  A little Some  A lot 
 responsible for causing  
 his / her problem 
 
14.  Resent him / her because Not at all  A little Some  A lot 
 he / she made too many  
 demands on you 
 
15.  Felt trapped by your Not at all  A little Some  A lot 
 caregiving role  
 
 
16.  Were upset about how Not at all  A little Some  A lot 
 much he / she had changed  
 from his / her former self 
 
17.  Worried about how your Not at all  A little Some  A lot 
 behaviour with him / her might  
 make the illness worse 
 
18.  Worried about what the Not at all  A little Some  A lot 
 future holds for him / her  
 
 
19.  Found the stigma of the Not at all  A little Some  A lot 




   
 Section 3 
 
The following 2 pages contain a number of statements that commonly apply 
to persons who care for relatives or friends with a serious mental illness. 
 
We would like you to read each one and decide how often it has applied to 
you over the past one month. 
 
If it has never happened or rarely happened you would CIRCLE the 
number 0 or 1.  If it has happened sometimes, then you would CIRCLE the 
number 2.  If it has happened often or seems to have happened nearly 
always, then you would CIRCLE the number 3 or 4. 
 
It is important to note that there are no right or wrong answers.  Also, it is 
best not to spend too long on any one statement.  Often your first reaction 
will usually provide the best answer.  While there seem to be a lot of 
statements, you will find that it won't take more than a moment or so to 
answer each one. 
 
 
During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
1. your covering up his/her illness . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
2. feeling unable to tell anyone of the illness . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
3.  his/her difficulty looking after money . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
4.  having to support him/her . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
5. what sort of life he/she might have had . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
6. his/her risk of committing suicide . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
7. I have learnt more about myself . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
8. I have contributed to others understanding of the illness . . . . . . . 0 1 2 3 4 
9. being unable to do the things you want to do . . . . . . . . . . . . . . .  0 1 2 3 4 
10. how health professionals do not take you seriously . . . . . . . . . . . 0 1 2 3 4 
11. his/her dependence on you . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
12. helping him/her to fill in the day . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
A-29
   
During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
13. I have contributed to his/her wellbeing . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
14. that he/she makes a valuable contribution the household . . . . . .   0 1 2 3 4 
15. the effect on your finances if he/she becomes more seriously ill . .  0 1 2 3 4 
16. dealing with psychiatrists . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
17. his/her always being at the back of your mind . . . . . . . . . . . . . . .  0 1 2 3 4 
18. whether you have done something to make him/her ill . . . . . . . .  0 1 2 3 4 
 
19. that he/she has shown strengths in coping with his/her illness . .   0 1 2 3 4 
20. I have become more confident in dealing with others . . . . . . . . .  0 1 2 3 4 
21. how family members do not understand your situation . . . . . . . .  0 1 2 3 4 
22. that he/she is good company . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
23. I have become more understanding of others with problems . . .  0 1 2 3 4 
24. how he/she thinks a lot about death . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
25. his/her lost opportunities  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
26. how to deal with mental health professionals . . . . . . . . . . . . . . .  0 1 2 3 4 
27. feeling unable to have visitors at home . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
28. how he/she gets on with other family members . . . . . . . . . . . . . .  0 1 2 3 4 
29. backing him/her up when she runs out of money . . . . . . . . . . . . .  0 1 2 3 4 
30. how family members do not understand the illness . . . . . . . . . . .  0 1 2 3 4 
 
31. how he/she deliberately attempts to harm him/herself . . . . . . . .   0 1 2 3 4 
32. I have become closer to some of my family . . . . . . . . . . . . . . . . . 0 1 2 3 4 
33. I have become closer to friends . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 
34. I share some of his/her interests . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
35. I feel useful in my relationship with him/her . . . . . . . . . . . . . . . .  0 1 2 3 4 
36. how health professionals do not understand your situation. . . . .  0 1 2 3 4 
 
37. whether he/she will ever get well . . . . . . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
38. feeling the stigma of having a mentally ill relative . . . . . . . . . . . .  0 1 2 3 4 
39. how to explain his/her illness to others . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
40. others leaving home because of the effect of the illness . . . . . . . 0 1 2 3 4 
41. setting him/her up in accommodation . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
42. how to make complaints about his/her care . . . . . . . . . . . . . . . . .  0 1 2 3 4 
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During the past month how often have you thought about: 
 




4= nearly always 
 
         PLEASE CIRCLE 
 
43. I have met helpful people . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
44 I have discovered strengths in myself . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
45. feeling unable to leave him/her home alone . . . . . . . . . . . . . . . .   0 1 2 3 4 
46. the effect of the illness on children in the family . . . . . . . . . . . . .  0 1 2 3 4 
47. the illness causing a family breakup . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
48. his/her keeping bad company . . . . . . . . . . . . . . . . . . . . . . . . . . .   0 1 2 3 4 
 
49. how his/her illness effects special family events . . . . . . . . . . . . .  0 1 2 3 4 
50. finding out how hospitals or mental health services work . . . . . .  0 1 2 3 4 
51. doctors knowledge of the services available to families . . . . . . .  0 1 2 3 4 
52. the difficulty getting information about his/her illness . . . . . . . . . . 0 1 2 3 4 
 
 
 During the past month how often have you thought about him/her being: 
 
 
53. moody . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
54. unpredictable . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
54. withdrawn . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
56. uncommunicative . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
57. not interested . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
58. slow at doing things . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
59. unreliable about doing things . . . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 
60. indecisive . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
61. irritable . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
62. inconsiderate . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
63. behaving in a reckless way . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
64. suspicious . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
65. embarrassing in appearance . . . . . . . . . . . . . . . . . . . . . . . .. . . .  0 1 2 3 4 















































 This is the end of the survey. Please go back over your answers 
and make sure all the questions are answered before giving the 




   






       我们是医药社会工作者，我们正在进行一项研究。这项研究是以在2001年期间来板 
桥医院看病的精神病人和其亲属为对象的。板桥医院的道德委员会已经批准了这项研究
。 
        














亲属的姓名 / 签名 :  ___________________________ 
 
日期 : ___________________________ 
 
病人的姓名  :  ___________________________ (请用英文写出) 
 
证人的姓名 / 签名 :  ___________________________  
 





1.  选择任何答案无所谓对或错。请记住这不是测验，而是询问您对自己的健康状况的看法。 
  
2.  这份问卷分为5部分，每一部分各有一个简短的说明，请您仔细阅读说明之后，再开始回 
 答问题。  
 
3. 请回答每一个问题，如果您在回答问卷的过程中有任何困难，请告诉我们。    
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 第一部分 
 






1.  遇到了经济问题？ 完全没有 很少 有一些 很多 
   
 
 
2.  无法上班(或上学)？ 完全没有 很少 有一些 很多 
   
 
 
3.  觉得难以集中精神在您自己 完全没有 很少 有一些 很多 
 的事情上？  
 
 
4.  不得不改变个人计划 (比如 完全没有 很少 有一些 很多 
从事一项新工作或去度假) ？  
  
 
















9.  经历了家里的摩擦和争吵？ 完全没有 很少 有一些 很多 
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11.  因为他 (她)的行为举止 完全没有 很少 有一些 很多 
而感到难为情 ？  
 
 








14.  因为他 (她)对您要求太多 完全没有 很少 有一些 很多 
而憎恨他 (她)？   
 
 




16.  因为他 (她)变得不象从前 完全没有 很少 有一些 很多 
的他 (她)而感到不安？  
 
 












   
 第二部分 
 






1.  觉得健康很好？ 比平时 和平时 比平时   比平时 
  好一些 一    样 差一些 差很多 
 
 
2.  觉得需要进补品或服补药？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
3.  觉得相当疲倦？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
4.  觉得身体不适？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
5.  觉得头痛？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
6.  觉得头部有压迫感？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
7.  觉得发热或发冷？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
8.  因为担忧而失眠？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
9.  很难熟睡？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
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10.  觉得总是有精神上的压力？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
11.  觉得自己很易发怒？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
12.  会无缘无故地害怕或惊慌？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
13. 觉得每样事情都难以应付？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
14.  觉得常常精神紧张？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
15.  忙着工作而不会感到闲着无聊？ 比平时 和平时 比平时   比平时 
  多一些 一    样 少一些 少很多 
 
 
16. 工作效率比以前慢？ 比平时 和平时 比平时   比平时 
  快一些 一    样 慢一些 慢很多 
 
 
17.  觉得一般事情自己应付得很好？ 比平时 和平时 比平时   比平时 
  好一些 一    样 差一些 差很多 
 
 
18.  对自己做事的方式感到满意？ 比平时 和平时 比平时   比平时 
  较满意 一    样 较不满意 很不满意 
 
 
19.  觉得自己在各方面担当有用的角色？ 比平时 和平时 比平时   比平时 








20.  觉得做事可以拿定主意？ 比平时 和平时 比平时   比平时 
  好一些 一    样 差一些 差很多 
 
 
21.  觉得日常生活有趣味？ 比平时 和平时 比平时   比平时 
  多一些 一    样 少一些 少很多 
 
 
22. 觉得自己没用？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
23.  觉得生活毫无希望？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
24.  觉得不值得继续生活下去？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
25.  想到结束自己生命的可能？ 绝不会 我想不会 曾经想过   认真想过 
   
 
 
26.  觉得自己有时精神太差而 一点也不 和平时 比平时   比平时 
 不能做任何事？  差不多 多一些 多很多 
 
 
27.  希望及早死去？ 一点也不 和平时 比平时   比平时 
   差不多 多一些 多很多 
 
 
28.  觉得自杀的念头常出现在脑里？ 绝不会 我想不会 曾经想过   认真想过 







   
 第三部分 
 
        随后几页有一些句子，这些句子通常适用于那些照顾有严重精神疾病亲友的人士 
。我们想请您阅读每一句话，并判断在过去的一个月里，每句话有多少时候适用于您。 
 











   0 = 从来没有 1 = 很少 2 = 有时 3 = 经常 4 = 几乎总是      
 
                     请圈出 
 
1. 您掩饰他(她)的病. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
2. 觉得不能把他(她)的病告诉任何人. . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
3.  他(她)管理钱财的困难. . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
4.  必须养活他(她). . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
5. 如果他(她)没有得这种病，他(她)的生活应该是怎样的. . . . .  0 1 2 3 4 
6. 他(她)自杀的危险. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
 
7. 我更加认识自己了. . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
8. 我帮助别人对这种病有了更多的了解. . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
9. 无法做您想做的事情. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
10. 专业的医护人员不认真对待您. . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
11. 他(她)对您的依赖. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
12. 帮助他(她) 打发日子. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
13. 我为他(她)的健康和快乐做了贡献. . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
14. 他(她)对家里做着有价值的贡献. . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
15. 如果他(她)病情加重，您的经济状况将受到的影响. . . . . . . .  0 1 2 3 4 
16. 如何与精神病医生打交道. . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
17. 他(她)总是令您操心. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
18. 是否您做过什么事而使他(她)患病. . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
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在过去的一个月里，您有多少时候想到过： 
 
   0 = 从来没有 1 = 很少 2 = 有时 3 = 经常 4 = 几乎总是      
    
  请圈出 
 
19. 在对付疾病方面，他(她)表现坚强. . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
20. 我变得更有信心和别人打交道. . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
21. 家人们不理解您的处境. . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
22. 他(她)是一个好陪伴. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
23. 我变得对有问题的人士更加理解. . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
24. 他(她)对死想得很多. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
 
25. 他(她)所失去的机会. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
26. 如何与专业的精神病医护人员打交道. . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
27. 感到无法让别人到家里作客. . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
28. 他(她)和家里其他人相处得如何. . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
29. 在他(她)钱花光时资助他(她). . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
30. 家里人不理解这种病. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
31. 他(她)试图故意伤害自己. . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
32. 我变得与家里一些人更亲密了. . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
33. 我变得与朋友们更亲密了. . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
34. 我和他(她)有一些共同的兴趣. . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
35. 在我和他(她)的关系中，我发现自己很有用处. . . . . . . . . . . .  0 1 2 3 4 
36. 专业的医护人员如何不理解您的处境. . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
 
37. 他(她)究竟是否会好转. . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
38. 感到有亲属患精神病所带来的耻辱. . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
39. 如何向别人解释他(她)的病. . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
40. 家里其他人因为受这种病的影响而离开家. . . . . . . . . . . . . . . 0 1 2 3 4 
41. 为他(她)安排住宿. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 






   
在过去的一个月里，您有多少时候想到过： 
 
   0 = 从来没有 1 = 很少 2 = 有时 3 = 经常 4 = 几乎总是      
 
  请圈出 
 
43. 我遇到过热心帮忙的人. . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
44 我发现了自己的一些长处. . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
45. 觉得不能把他(她)单独留在家里. . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
46. 这种病对家里孩子的影响. . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
47. 这种病造成家庭破裂. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
48. 他(她)和一些不好的人交往. . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
49. 他(她)的病如何影响家里的特殊场合. . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
50. 查询医院或精神保健机构如何运作. . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
51. 医生知道多少为患者家庭服务的机构. . . . . . . . . . . . . . . . .  0 1 2 3 4 




53. 心情不稳定. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
54. 令人无法预测. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
54. 孤僻. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
56. 不爱说话. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
57. 对什么都不感兴趣. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
58. 做事情缓慢. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
59. 做事情不可靠. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
60. 犹豫不决. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  0 1 2 3 4 
 
61. 急躁易怒. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
62. 不体谅别人. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
63. 行为举止粗心大意. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
64. 多疑. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 
65. 外表令人难为情. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 1 2 3 4 












             (请每行圈出一个数字) 
  从来没有 很少 有时 经常 
a. 配偶 0 1 2 3 
b. 母亲 0 1 2 3 
c. 父亲 0 1 2 3 
d. 子女 0 1 2 3 
e. 兄弟姐妹 0 1 2 3 
f. 好朋友 0 1 2 3 
g. 亲属 0 1 2 3 
h. 邻居 0 1 2 3 
i 同事 0 1 2 3 






    (请每行圈出一个数字) 
  没有 有一些 相当多 
a. 亲属 0 1 2 
b. 朋友 0 1 2 
c. 邻居 0 1 2 
d. 同事 0 1 2 
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            (请每行圈出一个数字) 
  有 没有 
a. Bomoh 1 2 
b. 灵媒 1 2 
c. 传统中医师 1 2 
d. 基督教组织 1 2 
e. 穆斯林组织 1 2 
f. 印地教组织 1 2 





            (请每行圈出一个数字) 
  有 没有 
a. 治疗 1 2 
b. 感情方面的支持 1 2 
c. 有用的帮助 1 2 
d. 其他：                              . 1 2 
 
 













                             (请每行圈出一个数字) 
  有 没有 
a. 家庭医生 1 2 
b. 综合诊疗所医生 1 2 
c. 私人精神病医生 1 2 
d. 社会服务机构 1 2 




                   (请每行圈出一个数字) 
  有 没有 
a. 治疗 1 2 
b. 感情方面的支持 1 2 
c. 有用的帮助 1 2 














              请写下： 
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 1.  男     2.  女 
 
2.    您的出生日期：         （日／月／年） 
 
3.  您的种族？ 
 
1. 华人     3. 印度人 




 1. 单身     3. 离婚/分居 






1. 没有接受正式的教育  5. 普通水准教育证书（GCE "N", "O" 
Levels ）/ 工艺教育学院（ ITE ） 
2. 未完成小学（没有小学  6. 高级水准教育证书（GCE "A" Levels） 
 离校考试毕业证书 ） 
3. 小学毕业    7. 理工学院文凭 
（拥有证书 PSLE） 




 1. 雇主／自聘的   5. 家庭主妇 
   2. 雇员     6. 国民服役人员 
3. 没有工作，但正在寻找  7. 退休人士 




   
如果您目前工作，(1) 您的月薪是多少？     每月：                    新元 
 










9. 其他：                . 
 
如果您没有工作，(1) 这是因为您亲友的病造成的吗？       1. 是        2. 不是  
                              (2)您是从什么时候起停止工作的？       
               (月，年)  






1. 母亲     6. 姐妹 
2. 父亲     7. 儿子 
3. 妻子     8. 女儿 
4. 丈夫     9. 其他亲属 
5. 兄弟     10. 朋友 
 
             
8. 您有没有以下的病例？      (请每行圈出一个数字) 有 没有 
 (1) 糖尿病 1 2 
 (2) 高血压 1 2 
 (3) 心脏病 1 2 
 (4) 中风 1 2 
 (5) 哮喘或其他肺病 1 2 
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 (6) 癌症 1 2 
 (7) 风湿病，背痛或其他骨骼或肌肉病症 1 2 







 1.  男     2.  女 
 
11. 您的患病亲友的出生日期:         （日／月／年） 
 
12.  您的患病亲友的种族？ 
 
2. 华人     3. 印度人 




 1. 精神分裂症 (Schizophrenia) 2. 其他 (请注明：                   )                 
 
14. 您亲友首次被诊断患病的日期：       （月／年） 
 




1. 没有接受正式的教育  5. 普通水准教育证书（GCE "N", "O"  
Levels ）/ 工艺教育学院（ ITE ） 
2. 未完成小学（没有小学  6. 高级水准教育证书（GCE "A" Levels） 
 离校考试毕业证书 ） 
3. 小学毕业    7. 理工学院文凭 
（拥有证书 PSLE） 




   
17. 您患病亲友现在的职业状况：(请圈出一个数字) 
 
 1. 雇主／自聘的   5. 家庭主妇 
   2. 雇员     6. 国民服役人员 
3. 没有工作，但正在寻找  7. 退休人士 




 1. 单身     3. 离婚/分居 
 2. 已婚     4. 配偶逝世 
 
19. 您的联系电话号码是： ______________________________  













   








1.  请仔细回答这份问卷。请记住这不是测验，而是询问您对自己的健康状况的看法。 
  
2.  这份问卷分为3部分，每一部分各有一个简短的说明，请您仔细阅读说明之后，再开始回 
 答问题。  
 






您的姓名  :  ___________________________ (请用英文写出) 
 






























1. 我缺乏精力去做事情。 从来没有 偶尔 有时 经常 总是如此 
  
 
2. 我为身体颤抖烦恼。 从来没有 偶尔 有时 经常 总是如此 
  
 
3. 我觉得走路不稳。   从来没有 偶尔 有时 经常 总是如此 
  
 
4. 我感到生气。 从来没有 偶尔 有时 经常 总是如此 
  
 
5. 我为口干烦恼。 从来没有 偶尔 有时 经常 总是如此 
  
 
6. 我什么都不想做。 从来没有 偶尔 有时 经常 总是如此 
  
 
7. 我担心自己的将来。 从来没有 偶尔 有时 经常 总是如此 
  
 
8. 我觉得孤单。 从来没有 偶尔 有时 经常 总是如此 
  
 
9. 我感到绝望。 从来没有 偶尔 有时 经常 总是如此 
  
 
10. 我的肌肉僵硬。 从来没有 偶尔 有时 经常 总是如此 
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11. 我觉得非常紧张和急躁。 从来没有 偶尔 有时 经常 总是如此 
  
 
12. 我能够从事日常活动。 从来没有 偶尔 有时 经常 总是如此 
  
 
13. 我参加自己喜欢的活动。 从来没有 偶尔 有时 经常 总是如此 
  
 
14. 我误会别人说的话。 从来没有 偶尔 有时 经常 总是如此 
  
 
15. 我喜欢为将来打算。 从来没有 偶尔 有时 经常 总是如此 
  
 
16. 我觉得难以集中精神。 从来没有 偶尔 有时 经常 总是如此 
  
 
17. 我倾向于呆在家里。 从来没有 偶尔 有时 经常 总是如此 
  
 
18. 我觉得难以和别人相处。 从来没有 偶尔 有时 经常 总是如此 
  
 
19. 我觉得情绪低落和沮丧。 从来没有 偶尔 有时 经常 总是如此 
  
 










21. 我的视觉模糊。 从来没有 偶尔 有时 经常 总是如此 
  
 
22. 我感觉非常混乱，对 从来没有 偶尔 有时 经常 总是如此 
 自己没有把握。 
 
23. 我睡得不好。 从来没有 偶尔 有时 经常 总是如此 
  
 
24. 我的情绪起伏不定。 从来没有 偶尔 有时 经常 总是如此 
  
 
25. 我的肌肉抽动。 从来没有 偶尔 有时 经常 总是如此 
  
 
26. 我担心自己好不起来了。 从来没有 偶尔 有时 经常 总是如此 
  
 
27. 我对一些事情担心。 从来没有 偶尔 有时 经常 总是如此 
  
 
28. 我觉得别人避开我。 从来没有 偶尔 有时 经常 总是如此 
  
 
29. 我回想起从前就伤心。 从来没有 偶尔 有时 经常 总是如此 
  
 




















        （只圈出一个答案） 
    非常好................................ 1 
     
很好.................................. 2 
     
好   ................................. 3 
     
一般.................................. 4 
     






（只圈出一个答案）    
比三个月以前好多了......................  1   
     
比三个月以前好一些......................  2 
     
和三个月以前差不多...................... 3 
     
比三个月以前差一些...................... 4 
  






















1 2 3 
 4. 中等强度的活动，比如搬桌子，使用吸尘
器清洁地面，玩保龄球或打太极拳  
1 2 3 
 5. 提起或携带蔬菜，食品或杂货 1 2 3 
 6. 上几层楼梯 1 2 3 
 7. 上一层楼梯  1 2 3 
 8. 弯腰，跪下，或俯身 1 2 3 
 9. 步行一公里以上 1 2 3 
10. 步行几百米 1 2 3 
11. 步行一百米 1 2 3 





     （每项只圈出一个答案）  
  
  有 没有 
13. 减少了工作或其它活动的时间 1 2 
14. 实际做完的比想做的要少 1 2 
15. 工作或其它活动的种类受到限制 1 2 
16. 完成工作或其它活动时有困难（比如觉得更为吃力） 1 2 
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在过去四个星期里，您在工作或其它日常活动中，有没有由于情绪方面的原因（比如感到沮丧
或焦虑）遇到下列的问题？ 
    （每项只圈出一个答案） 
  
  有 没有 
17. 减少了工作或其它活动的时间 1 2 
18. 实际做完的比想做的要少 1 2 






      （只圈出一个答案）    
 毫无影响..............................  1 
     
有很少影响............................  2 
     
有一些影响............................  3 
     
有较大影响............................  4 






     （只圈出一个答案） 
 
 完全没有..............................  1 
     
很轻微................................  2 
     
轻微..................................  3 
     
有一些................................  4 
     
剧烈..................................  5 
     
非常剧烈..............................  6 
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22. 在过去四个星期里，您身体上的疼痛对您的日常工作（包括上班和家务） 
有多大影响？ 
      （只圈出一个答案）  
 毫无影响...............................  1 
     
有很少影响.............................  2 
     
有一些影响.............................  3 
     
有较大影响.............................  4 






         （每项只圈出一个答案） 
 
 






有时 偶尔 从来 
没有 
23.  您觉得充满活力？ 1 2 3 4 5 6 
24.  您觉得精神非常紧张？ 1 2 3 4 5 6 
25.  您觉得情绪低落，以至于没 
 有任何事能使您高兴起来？ 
1 2 3 4 5 6 
26.  您感到心平气和？ 1 2 3 4 5 6 
27.  您感到精力充足？ 1 2 3 4 5 6 
28.  您觉得心情不好，闷闷不   
乐？ 
1 2 3 4 5 6 
29.  您感到精疲力尽？ 1 2 3 4 5 6 
30.  您是个快乐的人？ 1 2 3 4 5 6 






   
32. 在过去四个星期里，有多少时间由于您的身体健康或情绪问题妨碍了您的社交活动  
（比如探亲，访友等）？ 
 
      （只圈出一个答案） 
所有时间都有影响......................... 1 
     
大部分时间有影响........................ 2 
     
有时有影响.............................. 3 
     
偶尔有影响.............................. 4 
     





      （每项只圈出一个答案） 
 
  





33. 您好象比别人更容易生病 1 2 3 4 5 
34. 您和所有您认识的人一样健康 1 2 3 4 5 
35. 您觉得自己的身体状况会变坏 1 2 3 4 5 
36. 您的健康非常好 1 2 3 4 5 
 
 
 
 
 
 
 
 
 
 
 
 
 
问卷到此结束，请您从头检查一下您的答案，以确保
您对每一题都做了回答，然后请把问卷交回给我们。
谢谢您完成这份问卷调查。 
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